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The Society for Disability Studies
The chapters in this book are extended abstracts of some of the presentations given
during the June 17-19, 1993, annual meeting of the Society for Disability Studies held
in Seattle, Washington.
The Society for Disability Studies (SOS) is a nonprofit scientific and educational
organization established to promote interdisciplinary research on humanistic and
social scientific aspects of disability and chronic illness. The Society works to create
forums for the exchange of information relevant to the experiences of individuals with
disabilities and to promote the full participation of persons with disabilities in
society.
Founded in 1982 as the Society for the Study of Chronic Illness, Impairment, and
Disability (SSCIID), the organization was renamed the Society for Disability Studies
in 1986. The Society maintains affiliation status with the Western Social Science
Association (WSSA) through its Chronic Disease and Disability Section. SOS
currently has several hundred members from the U.S. and other countries.
For further information on the Society for Disability Studies, please contact either of
this book's co-editors. Their full addresses are listed in the "Contributing Authors"
section at the end of this volume.
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Section I
Stigma and Acceptance: People with Disabilities as "Other"
From Erving Goffman's book Stigma (1963) to current reinterpretations and critiques
(Bogdan & Taylor, 1987; Gardner, 1991; Schwartz, 1988),how people with disabilities
are viewed by others and how they view themselves have been recurring themes in
research, politics, and literature. In this first section. five authors continue the
analysis of whether, in what ways, and to what ends people with disabilities are seen
as "other" within and among cultures.
In ''Disability and Physical Differences: An Alternative Paradigm for Political
Research," Harlan Hahn explores possibilities for a theoretical model of "physicalism."
Such a model represents a move away from conceptualizations of disability based on
clinical and social service definitions. Hahn maintains that attitudes towards and
treatment of people with disabilities should be studied in conjunction with other
social characteristics such as gender, race, ethnicity, age, class, and sexual preference.
In this way we can examine ways in which "physicalism" is similar to and different
from sexism, racism, and other forms of prejudice and discrimination.

f

Matthew Johnsen also proposes a theoretical model for understanding disability in
his paper, "Communicative Action and Its Utility in Disability Research."
Specifically, Johnsen suggests that Habermas' (1984; 1990) "theory of communicative
action" may be a helpful paradigm. Johnsen uses the World Health Organization's
definitions of impairment, disability, and handicap (Wood & Badley, 1978) to
establish his central assumptions: that disablement is socially constructed, and that
the context of interactions affects the degree to which "communicative competence"
can be achieved. When communicative competence is high, ''handicapping" may be
lessened. Citing Grace's (1985) research on deafness in Martha's Vineyard, Johnsen
asks: "Can we structure a society in which all disabilities are as inconsequential?"
Caroline Wang's paper,· ''The Reform of Prevention," addresses stigma and social
distancing by examining the implications of public health and organizational
programs for the prevention of injury and illness. Wang points out that policies
designed to encourage preventative health care and behaviors may also inadvertently
promote the stigmatization of people with disabilities. She suggests that this view
of prevention "paradoxically often fails to acknowledge the stigmatizing notion that
being disabled is an unacceptable status in our society." Drawing on interviews,
media presentations, health promotion materials, and social science theories of culture,

·caroline Wang was the 1993recipient of the Society for Disability Studies' annual
"Emerging Scholar Award" for this paper.

1

Wang effectively illustrates the political issues and the potential for stigmatization
discussed by Hahn and by Johnsen.
The last three papers in this section provide case studies of the theoretical issues
raised by Hahn, Johnsen, and Wang. Susan Gabel, using the concepts of body ritual
developed by anthropologists Victor Turner (1969) and Roy Rappaport (1979), argues
that intelligence testing is a form of ''body rituaL" As such, intelligence testing serves
important social functions, particularly as a form of social control. In addition,
Gabel's analysis shows how intelligence testing reflects Western attitudes towards the
body, particularly a Cartesian dualism between mind and body, an emphasis on
"objective" measurement, and links between intelligence, social status, and social
behavior. These beliefs have influenced both the development of intelligence testing
and its implementation as a means of defining many different impairments.

l
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Finally, the papers by Hannah Gershon and Joanne Yamada discuss ways in which
the media present disability. Gershon focuses on the television series Reasonable
Doubts in her paper, ''Television's Representations of Deafness." Actress Marlee
Matlin's character as a deaf lawyer represents some advances in the portrayal of
deafness in film and television. Yet, as Gershon demonstrates, that character and the
culture with which she primarily identifies represent a ''hearing perspective." This
perspective relies on myths, fears, and false expectations of deaf people, and it serves
to reinforce the image of deaf persons as "other."
Yamada maintains that we must seek to include cross-cultural perspectives in our
policies, social programs, and curricula. One way to educate others is through the use
of films. In "Rokuchan: A Portrayal of Disability in a Culture Other than Our Own,"
Yamada combines a description of the film Dodes'kaden with a comparison of
dominant culture and minority culture understandings of disability. In particular, she
discusses perceptions of disability in Japan and among Asian Americans. As Yamada
points out, the importance of cross-cultural understanding is not merely academic:
"Providers of human services must recognize that dramatic changes are occurring in
America's r.acial and cultural composition." As do all the papers in this section,
Yamada's work suggests the possibility of acceptance as well as the existence of
stigma (see Bogdan, 1992; Bogdan & Taylor, 1987; Schwartz, 1988).

f
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Disability and Physical Differences:
An Alternative Paradigm for Political Research
Harlan Hahn, Ph.D.
University of Southern California

I
(

r

The passage of laws such as the Americans with Disabilities Act has signaled an
important shift in prevalent understandings of the nature and meaning of disability.
Yet the new focus on discrimination has not been accompanied by the development
of a full conceptual perspective for interpreting major sources of attitudinal aversion
against people with disabilities.
This study seeks to compare the major elements of the dominant paradigms of
political science with an alternative conceptual framework founded on the political
This investigation is designed to permit an
implications of stigmatization.
examination, not only of the parallels between disadvantaged segments of society, but
also of the extent to which the operation of the political process is predicated on the
subordination of these groups and the threat of their emergence as vehicles for social
change. Although these concepts can also be applied to groups defined by race or
ethnicity, gender, age, and sexual orientation, this analysis focuses on the study of the
perceptible human difference represented by disability.
An alternative approach based on stigma might focus on cultural legacies and on the

psychological phenomenon of "stranger anxiety," or the tendency of infants to display
signs of discomfort at the presence of persons who are unfamiliar or unusual.
The emphasis on stigmatization also centers attention on the centrality of physical
appearance as a significant variable in political decision-making. The distinction
between attractive and unattractive physical characteristics could have crucial effects,
both on redefining psychological identity and on the development of political
coalitions. ·

f

These concepts might also assist public-choice analysts in identifying the salient
attributes of "free riders" on vehicles driven by a political actor pursuing self-interest.
Perhaps the principal recipients of policy benefits that result from the quest for selfinterest are citizens who bear the same personal and physical characteristics as major
participants in the political process. Hence the tendency to confer political rewards
on relatively young, white, nondisabled, heterosexual males-and the equivalent
propensity for disadvantages to be heaped on persons lacking such attributes--could
be more than coincidental. The origins of these patterns might be traced to an early
predisposition to favor the similar and the familiar, or persons who look '1ike me"
rather than "unlike me," that barely reaches the level of conscious awareness. Thus,
prominent political actors may experience a relative sense of satisfaction as long as
excess policy benefits do not flow to groups that are perceived to be blatantly

l
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dissimilar, and, at a theoretical level, this perspective adds an important conceptual
link between the phenomenon of invidious discrimination and the struggle for
governmental resources.
There is another crucial assumption in the theoretical legacy of the dominant
paradigms in political science that might have significant-and unexpected-implications for the comparative study of stigmatization. Just as women have often
been seen only as "sex objects," adults with disabilities frequently have been reduced
to the level of "asexual objects." Deprived of the comfort that can be provided by
intimate relationships, many citizens with disabilities have lacked the personal
support necessary to sustain a prolonged struggle against discrimination. Obviously,
even though aversive reactions to salient physical features may be a crucial dimension
of attitudinal discrimination against disabled persons in employment and in other
areas of public policy, the social rejection and isolation that many adults with
disabilities experience in their private lives does not appear to be a matter that can
be remedied easily, at least without the elimination of the public-private dichotomy.
The goal of this study is to provide a modest contribution to the continuing debate
about the creation of a comprehensive theoretical vantage point for the study of
physical differences and, especially, for research on social or political responses to
disability. The parallels between disability and race or ethnicity, gender, sexual
orientation, and age appear to be sufficiently similar to justify coining the term
"physicalism" as a concept equivalent to racism, sexism, and agism to indicate the
source of this form of discrimination. And the notion of a "differenced" perspective
might be introduced to characterize views derived from extensive experience with
disability that is analogous, for example, to a feminist orientation.
The new model can be applied without substantial modification to the study of both
familiar and unfamiliar issues associated with "identity politics,'' in which the social
and political movements of disadvantaged groups seek a reinterpretation of
stigmatized corporeal traits as well as conventional government resources. The
question of ·political identity and the corollary emphasis on personal or physical
characteristics seem to indicate several innovative means of resolving traditional
political issues, such as the formation of electoral alliances or coalitions and the
salient attributes of the primary "free rider" beneficiaries of governmental policies.
However, these concepts also appear to raise some relatively unanticipated problems,
including the role of corporeal appearance in political investigations, the extent to
which physical attributes are conceptually meaningful demographic variables, and the
association between personal or family support and the pursuit of political goals.
This study has attempted to develop a comprehensive framework for comparative
research on disability as well as other stigmatizing characteristics such as race or
ethnicity, gender, sexual orientation, and aging. The decision to examine parallel
forms of discrimination is admittedly shaped not only by the practical belief that the
goals of persons with disabilities would be advanced instead of hindered through
comparative analysis, but also by the ethical conviction that a stress on the needs and
6
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ambitions of Americans who have disabilities to the exclusion of other subjugated
groups would be morally and politically irresponsible. Perhaps most significantly,
however, any creative conceptual view that attempts to revise the pervasive academic
and professional stereotype of persons with disabilities as medically impaired and
economically dependent recipients of social services by concentrating increased
attention on the problem of disaimination may represent crucial progress in the
future development of disability studies.

Author Notes
Harlan Hahn, Ph.D., Department of Political Science, University of Southern
California, VKC 327, Los Angeles, CA 90089-0044.
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Communicative Action and Its Utility in Disability Research
Matthew Carl Johnsen, Ph.D.
University of North Carolina, Chapel Hill
Zola (1989) worries that a "special needs approach to disability" leads inevitably to a
"segregated, separate but unequal society" (p. 401). Since all people are at risk for
disability, theoretical approaches should be universal; they should apply to persons
with and without disabilities. Nagi (1991) suggests that the field needs "a theory to
guide and advance research, to enhance understanding on the part of the professions
and the public at large, and to better focus related policies and programs and improve
their effectiveness" (p. 310). Oliver (1986) suggests that a social theory of disablement
will impart meaningful potential benefits by developing a social policy for persons
with disabilities which will be ''both relevant to their needs and which will improve
the quality of their lives" (p. 16). This paper proposes use of Habermas' (1984; 1990)
theory of communicative action (TCA) as such a framework for understanding
disability.
This paper uses the terms impainnent, disability, and handicap to frame an exploration
of outcomes associated with impairments. Employing Wood and Badley's (1978)
three-fold distinction, impainnent involves intrinsic situations such as an abnormality
of bodily structure, function, or mental process, focusing on the individual. Disability
involves presumed expression of impairments in deviation from norms and
expectations of performance and social interaction, incorporating functional limitation
and societal attitudes, thus moving disability toward the social construction process.
Handicaps are disadvantaged outcomes in physical or social environments. In other
words, impairment is a state, disability a process, and handicap an outcome.
My interest is disablement, the process through which impairment is transformed into
handicap. S.ome term this the social construction of disability (Ferguson 1987; Oliver
1990; Johnsen 1992). Useful theoretical orientations must meet three criteria: 1) The
approach should deal well with micro-and macro-level structural concerns. Many
approaches focus on one end of the spectrum, for example, focusing on micro-level
concerns, but not addressing macro-level concerns (Shalin, 1992). 2) The approach
should reflect possibilities available for agency (or individual action), but should also
consider constraints and opportunities on action that derive from social position
(sometimes called structure). 3) The approach should consider not only material
effects, but other outcomes as well: Money is important, but only part of the picture.
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The TCA provides hope that theoretical approaches can succeed on all counts: it
effectively considers micro-and macro-level issues, allows interaction between social
structure and individual action, and considers the presence of material exploitation
and communicative oppression.
This framework also makes apparent the
fundamentally relational nature of disablemenl

9

Communicative Action
The TCA rests on the "three worlds" proposed by Popper (1972) and Jarvie (1972).
These are physical objects (World 1), thought or objective contents of thought (World
3), and a bridge world (World 2) (for Habermas, the social world). In the TCA, agents
confront these worlds as they act confronting "outer nature" (the material world),
"inner nature" (the world of thoughts and ideas), as well as the social system
(Habermas, 1973, p. 9). Habermas identifies four distinct action types: teleological
action, normatively regulated action, dramaturgical action, and communicative action.

I
f

In teleological action, an actor attains an end by choosing means that promise success,
by making a rational choice. This action involves choosing among alternatives to
realize some end. Teleological action presupposes one world: the objective world.
Truth and efficacy are the basis for judging statements and actions: Is the statement
true? Did the action achieve the effect intended?

f
r

Normatively regulated action occurs as members of a group orient their action to
common norms and values. All group members for whom a norm is valid expect
compliance with the norm, and they carry out actions required or abstain from actions
proscribed. Normatively regulated action presupposes two worlds: the objective
world and the social world. The social world consists of a normative context that
establishes the legitimacy of interactions. All actors for whom norms are valid belong
to the same social world. Judgments of this form of action involve normative
rightness, social force, and currency: Do members of the social group hold the norm
to be valid?
Dramaturgical action recalls Goffman's (1959) presentation of self, in which one
evokes an image or impression of oneself by purposeful disclosure. Encounters and
performance are key concepts, and theatrical performance is but a special case of
dramaturgical action: All action is performance. Dramaturgical action is parasitic,
resting on the structure of goal-directed action. In dramaturgical action, actors behave
toward thei_r subjective worlds. Judgments of dramaturgical action are based on
whether actors mean what they say or merely feign the experiences they express.
Dramaturgical action presumes two worlds (internal and external) but does not
provide for behaving toward the social world.

I
{
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Communicative adion involves interaction of at least two people capable of expressive
and receptive language and action who seek to reach understanding about a situation
to coordinate their actions. Fundamental to this model is negotiation of consensual
situation definitions. Language is prominent in this model (Habermas, 1984). Other
forms are limited cases of communicative action: (1) teleological action--indirect
communication of those who have only realization of their own ends in view; (2)
normatively regulated action--consensual action of those actualizing existing
normative agreements; (3) dramaturgical action-presentation of self to an audience.
Each function of language is taken into consideration: judgments in communicative
action include truth and efficacy and rightness within the existing normative context,

l
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and that the manifest intention of the speaker is meant as it is expressed.
Communicative acts are ubiquitous and universal, and they are judged according to
their fit with the objective, social, and subjective worlds. People construct common
understandings, and language plays an important role.
Every process of reaching understanding takes place against a background of
"culturally ingrained preunderstanding," which Habermas (1984) calls the lifeworld
(p. 70). Subjects acting communicatively reach understanding in the intersection of
a lifeworld formed from unproblematic background convictions and common
situation definitions. The lifeworld marks the objective worlds of individuals and
collectives.
An implicit role is assigned to cognition and reason (Shalin, 1992). Although
Habermas does not assign cognitive ability the same status as other forms of action,
it is clearly important. Effective teleological action presupposes ability to select
actions that will cause desired outcomes. Normatively regulated action requires
recognition of behaviors allowed within particular contexts. Dramaturgical action
requires ability to put oneself in the place of another. Communicative action
presupposes ability to form and receive ideas mentally while communicating with
another. So cognitive action is involved in other forms of action described by
Habermas. The failure to acknowledge cognitive capacity undergirding the four types
of action may reflect an incorrect assumption that cognitive ability is constant among
humans. For some persons with impairments, for young children, or for persons in
altered states of awareness, cognitive ability is limited or undeveloped. Recognition
of constraints imposed on other action as a result of cognitive impairment represents
an elaboration of TCA.
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Habermas's evocation and description of a new form of action, communicative action,
may signal a paradigm shift in understanding social processes.
The idea is
transparent, but it adds a level of understanding to social interactions. That persons
are oriented toward reaching fundamental understandings with one another is a
profoundly optimistic position. Habermas asserts the primacy and universality of
communicative action. It also may assist in explaining the impact of disability: If
communicative action is central to human experience, then impairments that impede
or distort communicative action are critically importanL What happens when
communication ability is impaired, as it may be for people with certain disabilities?
Because communicative action is fundamental, I hypothesize that individuals with
communicative action problems are disadvantaged in all interactions, this interactional
disadvantage ramifying into economic and social disadvantage.
Redefining Disability: The Role of Communicative Action

f
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Although Habermas (1984) does not address disability, his concepts may be useful in
developing a theoretical framework within which to understand disability. The
central premise of my application of this framework is that disability arises from
persistent failures of or distortions in communicative actions. Disabilities are
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understood in terms of their effects on capacity for goal-directed, norm conformative,
self-presentative, or communicative action. An important aspect of this redefinition
is the fundamentally relational nature of disability. Disability involves a failure in
communicative action, and communicative action requires at least two parties.
Characteristics of persons with and without disabilities contribute to interactional
success or failure.
Since communicative action and cognition are overarching concepts (subsuming other
action types), individuals with disabilities and their communication partners may lack
particular blends of the five action capacities in certain situations, but they may still
succeed in others. Work production situations (i.e., manufacturing jobs) may require
intense focus on the outcome (requiring teleological action) and less intense focus on
self-presentation (dramaturgical action). Social situations (i.e., hosting a party) may
require sensitivity to the wishes and desires of others (requiring normatively regulated
action). Some situations (i.e., politics) may require individuals to present public faces
at variance with their emotions (requiring dramaturgical action). Other situations (i.e.,
academia) may require primarily a capacity for thought or perception. As various
breads call for different proportions of flour, yeast, and oil, action situations call for
different blends of teleological, dramaturgical, normatively regulated, communicative,
and cognitive action. In practice, it is difficult to separate action into pure types, and
situations often demand skills in several types. Nonetheless, disability might be
understood in terms of limited capacity for particular actions. Some impairments
produce incapacity in one type of action, while others create widespread incapacities.
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Impairments also engender, to differing degrees, societal responses as impaired
individuals are held at greater social distance than persons without disabilities
(Albrecht, Walker, & Levy, 1982;Tringo, 1970). Because persons with disabilities are
socialized into the same society, with norms and values that often devalue persons
with disabilities, persons with disabilities also may internalize these values (Link,
Cullen, Streuning, Shrout, & Dohrenwend, 1989). Anticipated societal rejection may
shape outcomes, as individuals restrict their frames of action to situations in which
they believe rejection is least likely. Of course, the process varies, both in societal
values present and degree to which values are internalized and shape behavior.
A critical aspect of this redefinition is the fundamentally relational nature of
disability. Characteristics of both communication partners interact to determine
success. Holding impairment constant, high communicative competence allows for
successful interactions that minimize the production of disability.
Low
communicative competence (or unwillingness to interact) leads to attribution and to
the production of disability where it need not occur. Development of communicative
competence may reduce production of disability. Groce (1985) provides evidence of
this possibility in a study of deafness on Martha's Vineyard; where everyone, whether
hearing or deaf, spoke sign language, deafness was not a handicap. The important
element was communicative competence of all community members (and not
exceptional competence of individuals with disabilities).
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Interventions in a Communicative Actions Approach
Groce's (1985) evidence provokes an important question: Can we structure a society
in which all disabilities are inconsequential? Reflection reveals several avenues for
amelioration, each involving different strategies for assuming social roles not
associated with disability. Each can be derived from the perception that disability is
socially constructed. Whether or not there are physical impairments in World 1, social
construction of disability occurs in Worlds 2 and 3: Social interactions and ideal
constructs play crucial roles in realizing disability. Resources of Worlds 2 and 3 could
effectively be allocated to the deconstruction of disability.
The strategies include: (1) developing a generalized willingness to meet the other
person more than halfway in communicative action (i.e., reducing social distance); (2)
not creating pockets of difference through segregation; (3) using technological
advances to repair teleological impairments; (4) providing key services (such as
transportation or interpreters) that allow participation in life activities; and (5)
strengthening opportunities for individuals with disabilities to act as their own
agents. The framework presented here suggests that, in addition to exploring the
effects of teleological, normative, dramaturgical, communicative, and cognitive
disability, we should explore: (1) the extent to which social distance affects outcomes;
(2) the impact of grouping people with disabilities together; (3) the impact of
assistive devices and modifications in the home and the workplace; (4) the impact of
providing transportation and communication assistance; and (5) the importance of
personal agency in determining outcomes.
The use of the TCA framework builds on past conceptualizations of disability.
Fundamental recognition of the social context of disability responds to criticisms of
the individualist character of the ICIDH formulations (World Health Organization,
1980). The TCA recognizes disability as process-a dynamic product of interaction.
It allows us to utilize a common framework to understand actions of persons with and
without disabilities, moving disability theory closer to mainstream social theory.
While the TCA framework provides a theoretical orientation to the study of
disablement, it may have limitations. Within models explored by the author (Johnsen
1993), continued significance of a cluster of variables representing impairment may
point to a need for elaboration of the framework. Social theories that aspire to
universality should recognize bodily diversity among human beings. Within the
TCA, there should be explicit recognition that capacity for teleological, normatively
regulated, dramaturgical, cognitive, and communicative action varies widely.
Analyses guided by the TCA may broaden insights about implications of these
variations for persons with disabilities. Finally, the TCA may allow a more complete
understanding of power in social interactions, and it may allow the micro-macro links
forged by Habermas to be used to better understand disability at the macro-structural
level.
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The Reform of Prevention
Caroline Wang, Dr.P .H.
University of California at Berkeley
Introduction
The political struggles in the U.S. for gun control, mandatory motorcycle helmet laws,
seat belt laws, air bag regulations, and fire-safe cigarette legislation have been fueled
by the experiences of survivors of disabling injuries. The public health perspective
contends that acquiring a disability through injury is an unacceptable--and
preventable--risk in our society. Long overdue, such legislation is consistent with a
public health approach that locates problems within the built or (un)regulated
environment, rather than within the individual. Yet, the explicit political claim about
the need for injury control, however inadvertently, also makes a political claim about
disability.
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Progressive political agendas do not guarantee an understanding of the discrimination
experienced by people with disabilities; nor does goodwill prevent the exploitation
of those who have disabilities. Rather, such efforts may unwittingly promote the
stigmatization of people with disabilities. If the public health perspective rightly
contends that becoming disabled is an unacceptable risk in our society, it
paradoxically often fails to acknowledge the stigmatizing notion that being disabled
is an unacceptable status in our society.
The Production of Culture and Public Health
I examine the way in which cultural production studies can contribute to a theory of
the production of stigma by public health professionals, with a focus on the case
study of injury control and disability rights. Before discussing how health promotion
efforts may increase the stigmatization of people with disabilities and other groups,
I borrow a caveat from Robertson's critique (1990) of approaches to Alzheimer's
disease. This analysis is in no way intended to romanticize disability nor to dismiss
the efforts of health professionals and trauma survivors committed to preventing
disabling injuries. It is offered as a contribution toward making those efforts more
effective and more humane. At the same time, it seeks to explore the unintended,
potentially negative effects of prevention campaigns--effects virtually ignored in
research on public health and the sociology of health promotion.
The Injury Control Perspective
Injury is the leading cause of death among people ages 1-44. It kills more people ages
1-34 than all diseases combined (National Research Council, 1985). In 1985, injuries
to approximately 57 million persons cost the nation $156.7 billion (Rice, McKenzie,
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& Associates, 1989).1 As the number one cause of death among children and young
adults, injury greatly exceeds all major disease groups as the cause of prematurely lost
yea.rs of life (National Research Council, 1985). The nonsmokers' rights movement
has argued that we all have a right to breathe clean air. Injury control advocates
contend that children ought not to be maimed and that citizens should be able to
expect to live a full and productive life. The injury prevention movement seeks to
transform the built environment and institutions, to increase the probability that each
person survives to maturity.

The Disability Rights Perspective

(

f
/

The incidence of disability is often assessed by the criterion of employment.
According to the 1980 census, 12,320,000 citizens between the ages of 16 and 46 had
disabilities that limited or prevented employment. That figure represents 8.5% of the
total labor force (U.S. Bureau of the Census, 1988).2
The limitation of the biomedical model of disability is its implication that impairment
is inherent in the individual and is independent of social barriers to integration. By
contrast, disability rights and independent living activists observe that functional
limitations, such as the inability to walk, hear, learn, or lift, are but a few of the
characteristics that make up a person's identity. The psychosocial consequences of
stigma heighten the stakes for millions of people with disabilities who must contend
with the mythology of helplessness. This mythology may influence personal identity
(Murphy, 1987; Zola, 1983), employment (Saxton & Howe, 1987), social interaction
(Murphy, Scheer, Murphy, & Mack, 1988), and policy outcomes (Kaufman, 1989).
Toward a Theory of the Production of Stigma
Theories about the production of culture offer a vantage point from which one can
understand (1) the production of the meaning of disability; (2) how artifacts in the
culture may .stigmatize; and (3) how those artifacts are produced and consumed. This
section will highlight the theoretical and methodological implications of three
approaches identified by Stuart Hall (1974) and by Chandra Mukerji and Michael
Schudson (1986), applying them to the question of the production of stigma within
public health.

The lifetime costs are the direct costs for medical treatment and the rehabilitation of
patients injured that year and the indirect costs from loss of earnings associated with
short-term and long-term disability and premature death (Rice et al., 1989).
2

It is more difficult to determine how many people acquire disability through injury
each year. The present limitations of comprehensive national databases hinder
accurate appraisal (Rice et al., 1989). The National Research Council (1985) estimates,
however, that each year more than 80,000people will acquire a permanently disabling
injury of the brain or spinal cord.
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The Encoding Process (The Production of Culture)
Using Hall's (1974) typology, the study of the "encoding" process views cultural
practices as evidence of specific political and economic relationships within society.
The encoding paradigm is a lens through which one clearly locates class formations,
relationships of dominance and opposition, social control, and ownership. This
cultural critique is rooted in a Marxist tradition that places economic analysis at the
heart of inquiry into mass communications and social structures.
Health professionals and the production of stigmatizing artifacts. Andrew McGuire
(1986), Director of the Trauma Foundation, has analyzed barriers to injury prevention
by asking, ''Who makes money off injuries?" Examining who profits from the
production of stigma is a question worthy of an epidemiologist's shoe-leather and a
sociologist's imagination. Who makes money from portraying people with disabilities
or other conditions as incompetent? Who benefits from provoking public fear that
they or someone they love might acquire a debilitating disease?
Most economic analyses of the health care industry focus on the biomedical sector.
The nonprofit public health sector typically is not associated with lucrative finances.
Public health professionals 3 who advocate prevention often have been an
oppositional voice in their struggle against a biomedical hegemony. But the
production of health promotion and prevention materials is an industry deserving of
an economic interpretation in its own right.
What follows is not an exhaustive list of those whose livelihood depends on the
afflictions of others. But several groups emerge as worthy of scrutiny because of their
enormous potential to influence the portrayal of people with disabilities. Charitable
organizations such as the March of Dimes and the Muscular Dystrophy Association
curiously combine the public health intent for prevention and the medical intent for
cure. They enjoy the legitimacy and goodwill of organizations that are viewed as
representing the best interests of people with polio, mental illness, or other
conditions. ·Yet, one man who had polio as a teenager said:
If you just think about it yourself, about the charities you've watched,

or telethons, the process of creating fear is one that creates really awfully
negative attitudes toward us, which then hang around for generations.
We have lots of ways we teach people to have prejudices, and one of the
ways we do is through our charities. They try to raise money, and the

Before further reflecting on this approach, it is useful to identify the imprecision of
the term "health professionals." Groups as diverse as physicians, public health
advocates, social workers, pharmaceutical conglomerates, hospital administrators,
government workers, educational film suppliers, nutritionists, sanitarians, nurses, lab
technicians, and voluntary agencies are sell-described health professionals. Their
approaches to health are as varied as their statuses in the eyes of one another and the
public.
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money becomes the object, not the attitude of people towards people
with disability, or not even a realistic view. The object is get the money.
You've got to make people feel bad or guilty or totally glad that they
don't have a disability. '
Another man related:
There's a huge charity industry that feeds off our suffering. Human
interest stories, there's drawers full of them, about brave people who
have gone out and done something tremendous like get across the street.
And these kind of stories produce money. You don't want to be like
that person even if they are very brave. So you better give to this
charity. Or you better do this or that. It's a weird kind of stigma to be
stuck with. Don't be like this person. And all this money is raised off
of people, and a lot of people who have some self-respect don't want to
be part of that anymore. It's really demeaning.
That the mentality of health professionals perhaps reflects, and shapes the broader
culture's view of disability was perceived by a third person who uses a wheelchair.
He felt these professionals had an attitude that acquiring a disability
is such a terrible thing. And their underlying message is, ''You need our
support. And our professional intervention. We are highly trained
experts. We've spend years studying this. This is our life's work."
A woman with a disability summarized the implications: "So you'd better feel bad
for six months." As she put it:
Disability has to be talked about in many of the same ways that racism
is talked about. Why it's institutionalized, it's relationship to capitalism,
why people make money off of you needing professionalized services
which people wouldn't need were disability more accepted in our
society-so then, who would need to go to a psychologist for three years
after you were disabled? Or if things were accessible, then I wouldn't
have to adjust to how it felt to be limited in where I go.
Arguing in this tradition, Illich, Zola, McKnight, Caplan, and Shaiken (19'77)have
drawn attention to economic interests that drive the perceived beneficence of health
and medical professions.

4

Unless otherwise indicated, quotations are taken from the author's transcribed field
notes from participant observation among people with mobility disabilities and among
young adults enrolled in a health promotion course.
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Finally, the contexts in which health professionals train and work should be
examined, including social interactions and the extent to which broader class
stratification is reproduced in the hierarchy of their organizations and the people who
are served. Prevention materials and programs should be examined in the context of
their production, distribution, costs, advertising, the social structure of the outlets that
make them, and the class backgrounds of the people who produce them. Stone (1991)
has expressed concern that the country's national agenda for disability prevention
emphasizes "more bureaucracy, more training programs, and more jobs for educated,
middle-class, mostly nondisabled people."
The Decoding Process (Audiences)
An anthropologically-informed approach that examines the emerging meaning of
disability in the context of how people live their lives and experience their bodies
may offer a more sophisticated meaning of health itself. Such a concept of health
would negotiate among biomedicine's definition of disease, people's lived experience
of illness, and the social relations that produce suffering. To comparatively highlight
how different audiences might experience the meanings of a health promotion ad,
college students enrolled in a health education course and people with mobility
disabilities were presented examples of injury prevention advertisements, shown
below [Figures 1 and 2). One, part of a statewide campaign to promote the use of seat
belts, simply reads, "If you think seat belts are confining, think about a wheelchair."
A young woman enrolled in a health education course related, ''To me it still sends
that same shiver, like, "'God, if I was in a wheelchair."' Her comment conveys the
existential scariness and fear evoked by such images. Yet, as a woman with a
mobility disability said:
You know, frankly, 111 look at an ad like this and say what's so bad
about using a wheelchair. And here we go getting the message again
that we're not okay as wheelchair users, or people who are blind, or who
use American Sign Language, or who use crutches, or whatever it is. [It
might be effective] for people who buy into the whole idea that
disability is negative and significantly diminishes one's quality of life.
It's devaluing to the rest of us who know better.
The second ad, for a campaign against drunk driving, pairs a stark depiction of a
wheelchair with the words, ''Last year, 1,057 teenagers got so drunk they couldn't
stand up. Ever." One man with an acquired disability said, "It's holding us up as
someone to avoid." Or, as another man put it, ''I feel it's an attack on my self esteem
and dignity."
A critical anthropology of the conceptualization of health promotion campaigns might
examine the extent to which health professionals paradoxically reproduce the notion
of people with disabilities as "the stigmatized other"-people whom one should not
become--by stressing that a transition to that category of "other'' is undesirable and
unwanted. There are two major implications of this type of research.

21

Last summer,
1, 05 7 teenagers
got so drunk
they couldn't
stand up.
Ever.

If youthinkseat
beltsareconfining,
thinkabouta
wheelchair.
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F igure s I and 2

First, the production of stigma through prevention is relevant to the way in which
public health workers conceptualize any health condition. Minkler (1990) observes,
for example, that the emphasis on the prevention of chronic illness and disability
among old people may paradoxically suggest that the elderly are to blame for their
conditions. A second, related importance of this paradigm is its contribution to our
understanding of whose interests are at stake in the emerging debate over the effects
of health education at this historical moment. Many researchers, for example, have
paid great attention to how intended audiences (e.g., teenagers at high risk for motor
vehicle injury) interpret health education efforts. No other study to date has
examined the paradox that a health education approach that warns that disability must
be prevented may exert the greatest impact, directly and indirectly, on people with
disabilities. By recognizing the emergence of groups not traditionally viewed as
stakeholders who bear the effects of health education, this approach will begin to
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analyze the roles of culture, power, and professionalization in shaping what happens
in a variety of contexts related to learning about health and disability.
The Text (Content)

f

What is a text? Within the model proposed by Oifford Geertz (1973), culture itself
becomes an ensemble of texts. Discourse, literary content, linguistic styles, and mass
media are suitable for analysis as texts. To fully understand the process of
stigmatization, we can tum to cultural production studies for a powerful vantage point
from which to critically examine public health prevention campaigns. As an example
of a charity appeal for which textual analysis is useful, an advertisement produced by
Mothers Against Drunk Driving shows the universal symbol for wheelchair access at
a parking spot for people with disabilities. The ad's headline reads: "Drink and
drive and you could have the choicest parking spot at school." Below, the copy says:
"But who cares? You'll lose your spot on the football team. The marching band. The
prom dance floor. You11 sure be giving up a lot just because you didn't give up your
keys." Texts provide the prototypes from which we can begin to theorize about the
relationship between prevention efforts and the negation of social identity for people
with disabilities or other stigmatized conditions.
Producers of educational films and other prevention materials have a nationwide
audience of school administrations and corporations to which they can sell
educational materials. The Film Library of the National Safety Council, for instance,
offers more than 1,800 rental "training safety and motivational films and videos."
Another example, the Prevent Alcohol and Risk Related to Trauma and Youth
(PARTY) Program, was developed by a nurse in response to the fatalities of young
intoxicated drivers.
The three-hour program includes "a documentary video
portraying three teenagers and their tragic stories. The students are then divided into
small groups and whisked away to the Emergency Unit, the Intensive Care Unit, and
the Rehabilitation Area" of a general hospital. A news photograph for the PARTY
Program shows teenagers being strapped into cervical collars worn by quadriplegics.
In an article lauding the "scary" and "explicit" PARTY program, one teenager is
quoted: '"I would rather have to die than live that way"' (Stone, 1991, p. 329). How
the texts are viewed by vast audiences of schoolchildren and by people with
disabilities will shed light on their cultural significance. The research would offer
a descriptive study of the different ideological orientations of people with injuryacquired disabilities and the campaigns used to prevent injury.
The wide range of health promotion materials that can be analyzed may offer insight
into the production of stigma. A television promotion advertisement for a program
that opposes drunk driving depicts a drawing of a young woman in a varsity letter
jacket sitting in a wheelchair, with the accompanying text, ''The drunk driver got one
year. She was sentenced to life." The ad implies that it will be to the viewers' own
health benefit to watch the program about a basketball star. "She was sentenced to
life" emphasizes that the metaphor for wheelchair is imprisonment. In however
unintentional and ironic a fashion, it links disability to criminality.
23

In late 1991 and early 1992, the New York Times carried a full-page advertisement
(e.g., Handgun Control, Inc., 1991) picturing James Brady, President Reagan's press
secretary, shot on March 30, 1981. Offering a more subtle challenge to cultural
production analysis, the copy said:
Add your voice to mine. Help me beat the gun lobby. The gun lobbyists say
a seven-day wait is "inconvenient." I'd like to see one of them try spending a
day in my wheelchair.
The large photo of James Brady sitting in his wheelchair is emblematic of injury
prevention ads that imply, "Don't let this happen to you!" One advocate with
Handgun Control's Center to Prevent Handgun Violence obse.rved that the James
Brady ad, which also appeared in The Washington Post, generated a deluge of calls
to the 1-900 telephone number listed.
The utility of the ad to Handgun Control highlights the tension between the goals of
injury control activists and those of disability rights activists. At first glance, the
oppressive significance of such an image for the social identity of people with
disabilities appears obvious. The ad may be interpreted as an embodiment of the
stereotypical view of people with disabilities as helpless and passive victims. Yet, it
might also be viewed as offering a depiction of a trauma survivor as a powerful and
dignified individual--a public advocate who uses the authenticity of his/her
experience to rivet attention to legislative change. Materials such as these provide
grist for examining the commodification of stigma and fear related to health
conditions, and the social and practical meaning of such approaches.
Summary
Anthropological and sociological theories of the production of culture offer a unique
contribution to public health and disability issues. The hypothesized relationship
between prevention and stigma, and the proposed research, depart in important ways
from traditional medical anthropology, medical sociology, and public health literature.
The model I am developing extends the critique of largely ignored assumptions about
prevention strategies.
Community participation is a fundamental principle of health promotion practice.
The basis of this strategy is both ethical and practical: health strategies that reflect
the community's own values and priorities are more likely to be culturally relevant
(U.S. Department of Health and Human Services, 1985), less alienating (Hatch & Eng,
1984), and more effective overall (Alinsky, 1971; Macrina & O'Rourke, 1986-87;
Minkler, 1978). As participants in the struggle to reduce injuries, trauma survivors
can be powerful spokespersons for prevention. Having survived months and years
of acute care followed by rehabilitation, and having achieved independence, trauma
survivors challenge society to transcend the powerlessness of apathy, inertia, and
ignorance (Mcloughlin, 1989).
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Yet, the notorious Jerry Lewis Muscular Dystrophy Association campaigns include
people with disabilities, who "participate" in telethons as dependent and helpless
people. Although future research may affirm the potential contribution of trauma
survivors in injury prevention, it might also suggest community participation with a
subtle distinction: the participation of trauma survivors who are sensitive to the
political implications of public health campaigns that portray people with disabilities
as tragic victims. A person with a disability possesses an indisputable right to claim
their own fate as tragic. But a public health ethic that readily capitalizes on that
person's suffering, even in the name of injury prevention, deserves scrutiny.
Far horn viewing the stigmatization of people with disabilities as inevitable, Bogdan
and Taylor (1989) presented the perspective of nondisabled people who do not
stigmatize or stereotype people with severe disabilities, and argued that humanness
is itself socially constructed. And, as Volinn's (1983) study noted, while physicians
and nurses may act to stigmatize conditions, they can also serve as "destigmatizers"
of feared conditions. Future research should evaluate not only the stigmatizing effects
of prevention campaigns, but the extent to which public health advocates and the texts
that they produce can decrease the stigma attached to disability.
Few have considered how health promotion efforts, including injury control, make a
political statement about disability. I seek to illuminate how health promotion
strategies may inadvertently stigmatize people who already have the attributes
targeted for prevention. My second goal is to revise orthodox approaches to the
design, implementation, and evaluation of prevention. In an era in which health
promotion has become a preventive remedy for an unprecedented array of health
concerns, this study helps to identify the potential for health education to limit or to
enlarge society's understanding of difference. I have chosen not to adopt the
traditional perspective that places health promotion in a moral category above
reproach. We must advance a new ethic that calls attention to the social production
of stigma affecting people with disabilities and society as a whole. The result can be
a new practice that upholds a true social and policy vision of better health.
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Intelligence Testing as Body Ritual
Susan L. Gabel, Ph.D. Student
Madonna University
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Intelligence testing has been used in the Western world since the early twentieth
century. Although intelligence testing is utilized to socially regulate the human body,
intelligence testing has not yet been investigated as a body process. Today,
intelligence test results are a key tool for determining many types of educational or
psychological impairments. I examine four Western beliefs about the body which
contribute to the ontology necessary for a concept of mental intelligence. I conclude
that intelligence testing is a body ritual based on a Western ontology.
Ritual is a performance-based behavior, involving public social acts which are
prescribed in some way. Ritual demands an element of social control, either
implicitly or explicitly, over those participating in the ritual. Although there is some
overlap between the models of ritual proposed by Victor Turner (1969) and by Roy
Rappaport (1979), each model's unique characteristics can be examined to determine
if intelligence testing meets the criteria for a body ritual.
Turner's (1969)model defines ritual as processual, with ritual events and participants'
roles moving in a cyclical fashion from social structure through anti-structure and
back to structure, where the transformation from structure to anti-structure results
from a crisis situation, and where the return to social structure involves a change in
status of the participants upon whom the ritual is performed. Each ritual cycle has
distinct temporal and spatial parameters. The period of anti-structure places the
individual upon whom the ritual is performed in a state of liminality which alters
temporal, spatial, and social-relational reality. The liminal individual is in a role
"which cannot be clearly classified in terms of traditional criteria of classification" (p.
109). The il1dividual is marginal, sometimes obtaining liminal status through being
considered "dangerous ... polluting to persons, objects, events, and relationships that
have not been ritually incorporated into the liminal context" (p. 108-109). The liminal
individual is expected to remain passive and without complaint throughout the
liminal phase.
Turner describes the attributes of the liminal individual as
"necessarily ambiguous" (p. 95). He also emphasizes the role of communitas in social
bonding during the liminal phase. Communitas results when ritual participants
experience social solidarity with others due to their temporary or permanent common
social status.
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While Turner's model is important for its process orientation, Rappaport's (1979)
semiotic explanation of ritual yields further insight. Rappaport argues that ritual
performances have a semiotic structure and a social function. The semiotic structure
of rituals allows rituals to transmit messages which communicate information about
the social status of ritual participants, but which have differing temporal planes and
socio-temporal referents. lndexical messages, according to Rappaport, transmit
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information about participants' "current physical, psychic or sometimes socW states
to themselves and other participants" (p. 179). In contrast, canonical messages
transmit information about long-term social status through reference to previously
performed ritual acts which have been made permanent through repetition.
In order to determine if intelligence testing holds as body ritual when compared to
Turner's and Rappaport's distinct models of ritual, we must examine the process of
intelligence testing. Since intelligence testing is one vehicle for maintaining control
over the lives of students in public schools, we can use educational testing as an
example. Intelligence testing in education occurs when the structure of the school
community reaches a point of crisis, such as when a classroom teacher is concerned
about a student's inability to maintain academic or behavioral "success," where
success is determined by teacher expectations. If an individual student does not
perform according to educational standards and expectations, intelligence testing and
other psycho-educational evaluations are often the diagnostic tools employed by
educators to determine if the student qualifies for a special education program. Once
testing has begun, the individual who is being tested meets Turner's criteria for
liminality.
When a student is tested for intelligence, a sense of communitas develops between
the student being tested and other students who have been tested previously.
Students are aware of the adults in the school setting who perform the testing.
Sometimes, in an effort to alleviate anxiety about the testing, teachers encourage
students who are being evaluated to talk to students who have been tested in the past.
Students often share testing experiences, such as how long the testing lasted, or how
difficult or easy the testing seemed. Teachers, too, may share their testing experiences
in order to form a bond or to decrease student fears about the process. The
communitas created by such dialogue often has a measurable impact on the individual
being tested, and it reinforces the social bond between that individual and others who
have been tested. All elements of Turner's model of ritual are present in intelligence
testing: structure, anti-structure, change in status, liminality, communitas.
Intelligence testing also fits Rappaport's model, since intelligence testing identifies
the current, or indexical, states of participants in a clear manner. As discussed earlier,
the individual being tested is expected to maintain a passive role in the testing
process. He or she may demonstrate this passivity by sitting still, by being quiet,
and/or by looking down at the table rather than at the examiner. The evaluator
demonstrates his or her control of the situation by giving explicit directions and by
verbally identifying the parameters for behavior during testing. Individuals being
tested often have physiological responses to the test situation. When physiological
responses are observable through behavior, there is a clear indexical message sent
regarding the somatic status of the individual. Many adults can remember the tension
or anxiety of taking college entrance exams. Individuals undergoing intelligence
testing experience similar somatic responses, often described as anxiety (Anastasi,
1976).
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The cannonical messages of intelligence testing are based on previous performances
of intelligence testing. The standard of intelligence to which all future individuals
will be compared is determined during test development, when test developers select
a group of individuals to whom the test will be administered for standardization.
This group of individuals is the norm group. The results derived from the testing of
norm group individuals are translated by statistical formulae into the norm tables.
Norm tables are published in the test manual and are used by evaluators when
reviewing the results of an individual's intelligence testing. The individual's test
results are compared to his or her age mates in the norm group, thus obtaining the
necessary numerical scores. When scoring is concluded, the individual tested is
clearly identified as being of average (or "normal") intelligence, above average
intelligence, or below average intelligence, as indicated by the intelligence quotient
(IQ).

Social norms and controls are also established and maintained through intelligence
testing. Standards for normal intelligence translate into standards for normal
behavior, and abnormal intelligence is believed to be correlated with abnormal
behavior. Social responses to abnormal intelligence and behavior serve to establish
social control over those considered to be abnormal and those who are perceived to
have the potential for abnormality. Social control through intelligence testing is
exerted through several social systems:
educational, political, medical, and
psychological. Once testing has been deemed necessary by one of these systems, the
individual being tested is seldom given the choice of whether or not to participate.
The decision to evaluate is made by the the system's representatives. Social norms
are maintained by the covert threat that if an individual does not conform with social
expectations, that person may be tested for intelligence in order to determine if he or
she has normal intelligence. This subtle threat of the performance of a ritual implies
a form of social control as well.
If body ritual refers to ritual acts which affect the body in some physical or social
sense, then intelligence testing, when examined from a physicalist ontology, is
actually body ritual which has only the appearance of being mental. Using the guise
of the mental, intelligence testing may not seem to be as physical as scarification or
clitoridectomy. Yet, when deconstructed, intelligence testing meets the criteria for
body ritual.

First, intelligence testing signifies individual status, or the transformation from one
status to another, as do ritual acts involving body mutilation (Van Gennep, 1960).
Status based on measured intelligence has been a Western tradition for over one
hundred years (Gould, 1981). Terman (1919),the mass marketer of the intelligence test
in the U.S., suggested a hierarchy of intelligence quotients relevant to twentieth
century vocational options. His taxonomy was built on the assumption that
intelligence is innate and, therefore, relevant to the natural law which determines
boundaries between social classes.
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Furthermore, intelligence testing meets the criteria as a body ritual if Michel
Foucault's (1972) model of power relations is applied cross-culturally. Intelligence
testing and labelling exert social power and control over the individual to whom the
IQ has been assigned in much the same way as body mutilation exerts social power
and control over individuals (Foucault, 1972; Hewitt, 1991; Kertzer, 1988). Once an
individual's intelligence-based status has been determined, control is exerted in many
forms: educational options and programming are affected, job and vocational training
and opportunities are regulated, housing options are limited, and sexuality choices
and opportunities are delineated.
If intelligence testing is body ritual, then there must be basic body beliefs which can

be identified, and on which the practice of intelligence testing depends. Four Western
concepts of the human body will be discussed here. The first is the Western concept
of the mind, which has its origins in Cartesian dualism (Gardner, 1985;
Sheets-Johnstone, 1990). Without the Western mind/body dualism, there would not
be a concept of mental intelligence.
A second body belief is the notion that mental phenomena, similar to material objects,
can be objectively measured. The measurement of intelligence is determined by the
complex processes of test construction, test standardization, and standardized
administration. Test construction involves three basic steps: 1) The test constructor
selects the test items that best represent the mental ability to be measured; 2) The
constructor determines the placement of test items within the sub-parts of the test, the
order in which sub-parts will be presented, and the rules for where testing should
begin and end; and 3) The test is administered to individuals for whom it is intended
in order to determine if it is reliable (i.e., results will be predictable and stable across
time and between test forms) and valid (i.e., the test measures what it 'purports' to
measure).
Once the test has been constructed and deemed both reliable and valid, it must be
standardized, a process in which the test results of the norm group are used to
develop · norin tables. The final component on which measurement is based is that
of standardized administration, whereby testers are trained to "play by the rules" of
testing, the rules being a standard set of procedures and behaviors expected of
examiners and examinees (Anastasi, 1976; Kaufman, 1990). Test constructors and
examiners believe that the standardized administration of tests increases test
reliability. Since the norm group was administered the test in the same manner, it is
seen as both appropriate and accurate to compare the results from the two
independent sources. The possibilities for measurement error exist, however, because
there is no certainty that intelligence tests, from the selection of the items and their
order of appearance, to reliability and validity assessment, to the "random" sampling
of the norm group and standardized administration, are completely objective and
wholly unbiased.
And, what is to be done with test results obtained by
nonstandardized administration or by administration to an individual who was not
represented in the norm group?
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Standardization is followed in order to establish an "objective" way of measuring
individual intelligence. However, Gould (1981) argues that numbers, when applied
to the measurement of intelligence, are not as objective as they may appear:
The mystique of science proclaims that numbers are the ultimate test of
objectivity. Surely we can weigh a brain or score an intelligence test without
recording our social preferences. If ranks are displayed in hard numbers
obtained by rigorous and standardized procedures, then they must reflect
reality, even if they confirm what we wanted to believe from the start (p. 26).
A third body belief supporting intelligence testing is that intelligence serves as a sign
of social status, where social status is a reflection of natural law. Bruce Lincoln's
(1989) discussion of cultural taxonomies is pertinent to Western taxonomies of
intelligence and intelligent behavior. Lincoln maintains that the tension between
order and disorder (or anomaly) is created by social taxonomies themselves.
Taxonomic structures, by their nature, identify countertaxonomic structures, or
anomalies. Lincoln's argument holds that there is nothing intrinsically anomalous.
If applied to Western beliefs about intelligence, the argument would also hold that
there is no intrinsically anomalous intellect. There are only taxonomies of intelligence
which create abnormal intelligence.
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A fourth body belief necessary for intelligence testing is the belief that intelligence
correlates with body behavior. This body belief has its roots in the nineteenth
century positivism to which Alfred Binet was oriented. Binet set out to measure
abstract reasoning as intelligence, but in order to do so, he had to correlate reasoning
with observable behaviors.
Therefore, he required his subjects to respond
behaviorally to mental tasks. Binet's early work (1915) in measuring abstract
reasoning was the basis for later intelligence testing tools, such as the Wechsler
Intelligence Scales for Children Revised (Wechsler, 1974).
The behavior-intelligence correlation is not supported by either historical or current
examples. At one time in Western history, people with blindness and deafness were
considered feeble-minded, when in reality they were simply unable to communicate
and demonstrate their knowledge to seeing and hearing individuals. Currently, there
is a paradigm shift in the field of autism, where for many decades it was believed
that most people with autism also had mental retardation. In fact, when some people
with autism are given intelligence tests, results often indicate moderate to severe
mental retardation. There is now an international effort, however, to disprove that
notion through communication technology which allows people with autism to
communicate their thoughts, thus demonstrating that they do not necessarily possess
low levels of intelligence (Biklen, 1990; Crossley, 1992). This technology, called
facilitated communication, has provided the vehicle for many individuals with autism
to communicate for the first time in their lives.
In conclusion, intelligence testing is a widespread practice in Western societies in
educational, psyc~ological, and medical institutions. Intelligence testing functions as
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a diagnostic tool for the purpose of identifying educational, psychological, or
psychiatric impairments. As an identifying tool, intelligence testing is a critical
instrument in the social construction of disability. Intelligence testing serves semiotic
purposes, functions as a form of social-behavioral control, communicates individual
social status, affects the social and physical state of individuals, and perpetuates social
beliefs and practices regarding deviance and normality.
Having compared intelligence testing to two models of ritual and to the criteria for
body processes, it is clear that intelligence testing can be classified as a body ritual.
As a body ritual, there are identifiable Western body beliefs which have supported
and contributed to the development, utilization, and perpetuation of intelligence
testing.
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Television's Representations of Deafness
Hannah Gershon, Ph.D. Student
Brandeis University
During the television network seasons of 1991 and 1992, NBC broadcast a weekly
pri.metime TV show featuring a deaf character in one of the leading roles. The show,
Reasonable Doubts, starred the academy award winning deaf actress Marlee Matlin
as a trial lawyer. Deaf characters have occasionally appeared in other pri.metime
shows such as Doogie Howser and L.A. Law, but Reasonable Doubts has been the only
one to include a regularly appearing deaf character. Deafness, of course, has been a
recurrent subject throughout television and film history. But what image of deafness
has the television and film industry been showing us?
In 1988, John Schuchman, a professor of history at Gallaudet University, published
a wonderful compilation and analysis of media representations of deafness called
Hollywood Speaks: Deafness and the Film Entertainment Industry. Although there are
several books that examine disability media images in general, his book is the only
one that specifically studies deafness. Schuchman provides a detailed accounting of
the myriad mistakes, fallacies, and technical inaccuracies that mar the entertainment
media's portrayals of deafness and deaf people. He demonstrates how these
distortions are consequences of the glaring ignorance of writers and producers in the
film industry, and how the problems are compounded by the industry's reluctance to
allow input from actors, actresses, writers, and producers who are deaf themselves.
Using Reasonable Doubts as a new benchmark that has appeared since Schuchman's
publication, my own analysis supports Schuchman's work and, hopefully, extends it.
Identity Politics and the Deaf Role
The worst errors in media representations of deafness are unquestionably linked to
the film industry's prior tendency to hire hearing actors and actresses for deaf roles.
Fortunately, due to the political efforts of the deaf community, this rarely happens
now. One notable exception is the 1993motion picture film, Calendar Girl, which cast
a hearing actress in a deaf role. Wide-spread protest from the deaf community did
not prevent the film's release, but it is hoped that its failure at the box office will be
associated with the political power of the deaf community in the minds of producers
who may contemplate a similar move in the future. Reasonable Doubts wisely
avoided committing such a gross mistake.
Indeed, Reasonable Doubts greatly expanded the boundaries of the entertainment
industry's traditional deaf role. Simply putting a deaf character in a leading role that
could be developed each week over an entire viewing season allowed a degree of
development that a single television episode or even a two-hour film could never
achieve. This repeated exposure afforded the hearing audience an opportunity to
become familiar with some of the material culture of deafness, such as flashing light
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alarms, TIY's, closed caption decoders, and so forth. By employing a deaf actress,
technical inaccuracies were minimized. Reasonable Doubts was very careful to offer
a deaf character who was well-adjusted, intelligent, and independent.
The presentation of sign language has always been a controversial and sensitive issue.
Hearing actors and actresses who are not native signers produce clumsy and ugly
gestures bearing scant resemblance to any actual sign language. Employing actors and
actresses who are native signers, of course, automatically reduces misrepresentations
of sign language. While Reasonable Doubts did use a native signer in the deaf role,
a significant objection to her signing was raised by the culturally Deaf community.
Namely, the character used a sign system that conforms to English syntax rather than
using American Sign Language (ASL) which is grammatically distinct from English.
Privileging English over ASL might be seen as linguistic and cultural oppression. Yet
the use of an English-based sign system can be defended in this particular case by
arguing that signed English is an appropriate choice for a lawyer in a courtroom
setting (Bragg, 1992).
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Sign language is the most politically sensitive issue in film representations of
deafness, but nothing surpasses the media's fallacies about speechreading for sheer
absurdity. Hollywood loves to show deaf people displaying super-human powers of
speechreading.
There seems to be no limit to what celluloid deaf people can
understand through speechreading from great distances and under impossible
conditions. Not even Reasonable Doubts escaped this trap. The most serious
technical blunder to plague the show was its frequent portrayal of speechreading as
being much easier and efficient than it is in reality. This, however, may have
stemmed at least partially from poor editing which overlooked camera angles that
seemed to show the deaf lawyer accurately speechreading people from behind their
backs or from other improbable positions.
Deaf people's production of vocalized speech has also suffered from
misrepresentations. In some earlier films, such as Johnny Belinda (1948), the inability
to speak fluently is confused with an inability to produce vocal sounds. Going to the
opposite extreme, a few movies from around the same time, such as And Now
Tomorrow (1944),presented prelingually deaf individuals who miraculously acquired
perfect speech. Recently, however, the majority of deaf characters are shown
somewhat more realistically using sign language as a consciously chosen preference
to vocalized speech. Significantly, several TV shows and films in which the actress
Marlee Matlin appears have taken the radical step forward of introducing the hearing
public to her natural deaf accent. Reasonable Doubts, for example, showed her
competently alternating between vocalized speech and signing, depending on the
appropriateness of the social context.
The Absence of the Deaf Community
Hollywood has given us very few and fleeting glimpses into the existence of the large
and historically-established culturally Deaf community, which views itself as a
38
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linguistic minority, rather than as a disabled population. Given that the majority of
films feature people who grew up deaf, the culturally Deaf community is
conspicuously absent from films and television shows prior to the 1986 release of
Children of a Lesser God. Since then, the culturally Deaf community has been alluded
to on occasion, but its scope has yet to be adequately portrayed. When deaf characters
appear on TV and film, they are almost invariably the sole deaf person in a hearing
world. Aside from being a misrepresentation of the culturally Deaf social experience,
this reinforces an image of deafness as a condition of isolation and tragedy.
Reasonable Doubts refused to concede the existence of the culturally Deaf community.
Throughout its two-season span, there were only three episodes in which other deaf
characters appeared in brief and peripheral roles. Each of those characters was
strongly reminiscent of the negative stereotypes which have been traditional in
Hollywood. The lawyer herself seemed completely at home in the hearing world, so
much so that her social life outside of work and her romantic liaisons were all
conducted with hearing people. Her success and comfort within the hearing world
presented a positive image of deaf people and accurately reflected their abilities, but
it simultaneously denied and devalued the lived social experiences of many deaf
people. By pretending that deafness has no social consequences and by presenting
a character so completely identified with the hearing world, Reasonable Doubts did
violence to the profound meaning deafness holds as a sociocultural identity for the
culturally Deaf community.
To be fair, however, I must distinguish here between the media's distortion of the
social experience of deafness and its failure to portray diversity within the deaf
population. In real life, there are many individuals who might easily see their own
experiences mirrored in the role of the television lawyer. Late-deafened adults
especially tend to remain primarily identified with the hearing culture in which they
grew up. Reasonable Doubts, however, showed a person who had grown up deaf and
signing, yet chose to relocate herself within the hearing world, pointedly excluding
other deaf people. The issue here is not that we cannot find native deaf people who
identify with hearing culture by choice, for certainly we can find such people. But
among the population that is represented by Reasonable Doubts' character, such
people are not the majority. The problem is not that this is a false scenario, but that
it is a representation that has very little relevance to the average native deaf person's
experience.
Some of the apparent misrepresentations of technical issues such as vocalized speech
and signing competency may also be tied to a failure to adequately distinguish and
acknowledge diversity within the deaf population. People who become deaf as adults
often do retain speech which is indistinguishable from hearing people, while the
speech of those that are prelingually deafened ranges from relatively fluent to
essentially unintelligible. Conversely, those who are raised within the culturally Deaf
world are fluent ASL signers, while the signing skills of late-deafened adults vary
from excellent to non-existent. Late-deafened adults also tend to use a sign system
that favors Engli$h syntax, rather than the distinct grammar of ASL. As a third
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category, prelingually deafened individuals who are educated in the oralist manner
may have the impaired speech of the culturally Deaf, but they share a deficiency in
signing skills with late-deafened adults. In any case, the presentation of the deaf
population as a homogeneous, monolithic entity is both confusing and erroneous.
The underlying problem of these media (mis)representations of deafness is that they
are all rooted in the hearing perspective. That is, Hollywood's deaf characters are
constructs of what hearing people imagine about deafness rather than the expression
of deafness by those who actually experience it. Although deaf actors and actresses
(and in a few rare cases, deaf directors) have gained a limited degree of control, the
parameters of the roles remain determined by the hearing perspective. Media
representations of deafness, in other words, are ultimately determined by hearing
people.
A Phenomenology of the Hearing Perspective
Deafness, like all other disabilities, is seen as "other" than what is sociologically
determined to be normal. The nondisabled perspective locates the source of otherness
within the individual with varying consequences.
The individual who has a
disability may be blamed and demonized.
Alternately, she/he is pitied and
infantalized, eternally trapped in a revolving door that opens only to victimization or
rescue. A major factor in establishing the person who has a disability as "other" lies
in the manner and degree to which the disabled body deviates from the socially
constructed ideal human body. This concept has been explored in depth by writers
such as Paul Longmore (e.g., 1985) and Colin Barnes (e.g., 1992). But what about
deafness? The deaf body is indistinguishable in appearance from what is considered
to be the normal human body. In what way, then, is deafness constructed as "other?"
While the deaf body can be accepted as unimpaired, the deaf mind is perceived to be
as unknowable as the minds of animals or (since we are talking about Hollywood)
extraterrestrial aliens.
On a phenomenological level, deafness presents a profound barrier to the experience
of intersubjectivity between deaf and hearing people. That is, we must be able to
understand the meanings which another person attaches to her/his "signs of
communication" in order to know the thoughts and intentions which are in the mind
of the other person (Schutz, 1967). Generally, "signs of communication" are not
limited to spoken words. In that sense, there is no difference between a language
coded as manual-visual and a language coded as oral-aural. Obviously, hearing
people can learn sign language, and deaf people can learn to recognize speech (albeit
visually).
Experientially, however, the process a hearing person goes through to learn sign
language is not identical to that of learning a new spoken language. Spoken
languages are just that spoken. Sign language, on the other hand, occurs in a
completely different modality. Furthermore, most hearing people grow up associating
the manual-visual modality of communication with nonhuman communication. Such
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a system is fundamentally alien to the hearing mind for which sound is primally
compelling. With the exception of hearing children of deaf parents who sign, hearing
people's immediate experience of using hands instead of voices for communication
is rooted in nonlinguistic gestures such as pointing. So-called body language is
undeniably an important para-linguistic mode of communication, but, again, most
hearing people experience it as nonessential and nonlinguistic, such as when we
understand that another person is happy by observing the behavior of smiling.
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The hearing inclination toward experiencing nonverbal modalities of communication
as other than human language is further reinforced through interactions with
nonhuman species. We can accurately interpret when our pet dog wants to go out by
becoming familiar with the dog's bdlavior patterns, yet no one imagines that the dog
is speaking the words, "I'd like to go out now, please." Due to these deep
associations of nonverbal communication with nonlinguistic and nonhuman behavior,
most hearing people retain a phenomenologically-entrenched bias against seeing
signed languages as natural human linguistic expression. The deaf mind, although
able to communicate messages, remains alien. The (average) hearing person's
experience of communicating with a deaf mind is analogous to the experience of
communicating with the mind of another species.
The Deaf Mind as Alien
Communication barriers are a common Hollywood device to indicate otherness. As
most Americans unfortunately learn from the old westerns, the savagery and
inhumanness of the Indians is directly proportional to how badly they speak English.
Science fiction has the flexibility to take communication barriers to new extremes.
Steven Spielberg's 1977 film, Close Encounters of the Third Kind, powerfully expresses
the profound otherness of the aliens by locating their communication within an
entirely different auditory realm of musical tonality rather than words. Similarly, Star
Trek: The Next Generation created a being called the Crystalline Entity who
communicates through subaudible vibrations. Among all the beings that the Star
Trek crew encounters, the Crystalline Entity is one which is least knowable by the
human (and humanoid) mind.

(

The concept of sign language as a symbolic marker of the alien mind has not been
lost on Hollywood. In one revealing episode of Star Trek: The Next Generation, a
deaf character (played by a deaf actor) was featured in the role of inter-species
interpreter. As The Communicator, he alone was able to bridge the gap of
intersubjectivity between beings who did not share a common system of meanings.
Being deaf and non-vocalizing, he was accompanied by assistants who vocally
translated his sign language into (human) spoken language. The deaf mind, being
inherently alien, is uniquely able to know the minds of beings farthest removed from
humans. Indeed, the alien-ness of the deaf mind and its communication modality
often crosses over into mental telepathy. John Schuchman (1988) cites numerous
examples in film and television wherein a deaf character displays some degree of
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Rokuchan: A Portrayal of Disability in a Culture Other than Our Own
Joanne Y. Yamada, M.Ed.
Pacific Basin Rehabilitation Research & Training Center
Introduction
In a context of growing awareness regarding our nation's cultural diversity, it is
necessary for professionals who are working with people with disabilities to
understand that disability, and the way it is perceived, vary from one culture to
another. One method by which an understanding of differing perceptions of
disability can be enhanced is through the viewing of films from cultures other than
our own. To illustrate this, award-winning filmmaker Akira Kurosawa's (Yonki no
Kai/Toho & Kurosawa, 1970) Dodes'kaden, a cinematic portrayal of a Japanese
adolescent with a developmental disability, is analyzed in reference to Japan's history
and culture. Japanese beliefs and values regarding disability may be possible
explanations for the underrepresentation of Asian Americans in the human service
delivery data.

r

r
l

1
l

MacDonald (1988) states that film functions as a forum by which we "continually test
our vision of things" (p. 40), and, if the audience sees a wide variety of films, there
is a potential for a much deeper sense of not only the craft, but also of the self and
of the communities in which we live. McDonald's point is appropriate in reference
to the viewing of foreign films and is especially helpful when watching depictions
of persons with disabilities through movies from minority cultures. However, to fully
appreciate the celluloid portrayals of persons with disabilities from a cross-cultural
perspective, it is advantageous to understand the dominant American culture's (white,
patriarchal, and capitalistic) cinematic perception of disability and its social
implications.
In America; cinematic depictions of disabilities range from the use of a physical
deformity as a metaphor for a deformed soul to the depiction of a person with a
disability as one who needs to "adjust" to society (Longmore, 1985). Believability has
never been part of Hollywood's cinematic heritage. For example, the injured post-war
veteran has been cinematically portrayed as being a melodramatic hero/victim or a
madman. "Realistic" portrayals, Quart and Auster (1982) claim, have been attempted
in films such as Coming Home and Born on ~ Fourth of July. Yet, the films are
flawed. According to Quart and Auster, Coming Home "unconsciously seemed to be
affirming the shallow popular myth of the sixties that equated changes in fashion
with political and moral changes" (p. 29).

l

Longmore (1985) and Quart and Auster (1982) contend that films reflect, as well as
influence, society's understanding of persons with disabilities. Inasmuch as these
films help us to understand these perceptions, however misconstrued, they are from
one culture. Misinterpretations are compounded when Hollywood attempts to
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produce movies about people with disabilities who are ethnically different. Films
from other societies, such as Kurosawa's Dodes'kaden, could be used to increase aoss·
cultural understanding and should be included in educational curricula for students
in service-oriented professions such as medicine, social work, psychology, sociology,
counseling, and rehabilitation.
Synopsis of Film
Dodes'kaden is a critical, social allegory centered on Rokuchan, a developmentallydelayed young man, who drives his imaginary trolley through his shantytown located
on the periphery of mainstream society. At dawn, Rokuchan pantomimes a ritual in
which he dresses in a driver's uniform and steps outside into a "metallic landscape"
(Prince, 1991) to inspect his make-believe trolley. This landscape is in sharp contrast
to the previous scene of Rokuchan's colorfully drawn trolleys which line the walls of
the poverty-stricken home which he shares with his widowed mother. With
Rokuchan's repetition of dodes'kaden (onomatopoeia of a running trolley) and the
driving of his imaginary machine, we follow Rokuchan through his neighborhood.

Daily, Rokuchan drives into the heart of the shantytown, which is an expressionistic
set consisting of multicolored huts, broken and decaying cars, and one water spigot
where the community women gather for their daily chores and gossip. By using
Rokuchan as the central character and by employing a non-linear narrative, Kurosawa
reveals the daily episodic incidents of the following slum dwellers:
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Katsuko, a young girl made to work endless hours by an uncle who rapes her;
Hei, a mysterious shell of a man with dead eyes who speaks to no one; Ryo,
a good-natured fellow who takes in his wife's illegitimate children as his own;
Tamba, a gentle man who behaves compassionately towards others; and a
beggar and his son who live in the decaying frame of a car and alleviate their
starvation with visions of a celestial house they are constructing in their
imagination. (Prince, 1991, p. 253)
Analysis of Film and Its Implications
Kurosawa has stated that Rokuchan "symbolizes the artist, the cineaste who creates
entirely by the power of his imagination" (Robertson, 1975, p. 103). On a more literal
level, the movie tells the story of Rokuchan who obviously has a developmental
disability. His disability is depicted through his physical appearance and by his
preoccupation with the imaginary world. Yet, socially, Rokuchan has a defined and
accepted purpose. He is able to function in his shantytown community, and his
behavior is never questioned. Rokuchan and his neighbors live in a designated area
for those who are not part of the mainstream society. The film depicts a social
structure and clearly indicates that there is delineation of "place" in Japanese society.
The delineation of "place" must be understood in the context of Japanese and other
Asian societies. An understanding of the construct of place may provide a possible
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explanation for the absence of Asian Americans in the formulation of national health
priorities, the myth of a healthy minority (Forman, Lu, Leung, & Ponce, 1990) and the
disproportionally low number of Asian Americans with disabilities receiving
rehabilitation services. Although the underrepresentation of Asian Americans can be
explained partially by the data collection method, the "invisibility" of Asian
Americans is better understood if we refer to cultural references.
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Historically, Asian societies in general, and Japan in particular, have hierarchical
social structures. During the Tokugawa period (1603-1868),Japanese society was
rigidly stratified through an official government edict (Reischauer, 1980). This edict
decreed that people be categorized "from the upper crust of nobility, warriors and
priests, through the broad middle class of farmers, to the lower orders of artisans and
merchants and down to the outcast formerly known as the Eta" (Head, 1985, p. 78).
The social stratification which originally included dress and behavior codes became
hereditary. The lowest status Eta or Burakumin, as they are known today, were not
permitted to wear colorful clothing or traditional wooden clogs. This designated
group of people included butchers, tanners, and crafters in bamboo and straw. The
Tokugawa edict was formulated under the influence of Buddhist beliefs and customs
which associated these occupations with uncleanliness. This unclean status was
expanded to include beggars, vagrants, and those people who committed crimes
against the Emperor. The Eta or Burakumin class were "required to live in designated
ghetto communities and in some areas had to hang an animal skin from their homes
to indicate identity" (Head, 1985, p. 75). Although in 1871 the Emancipation Edict
declared equal social status for the Burakumin and prohibited the use of the term Eta,
there are still 5,600 identified ghettos throughout Japan. The attitudes which lead to
a hierarchical placing in society are perpetuated today with publications such as the
"Buraku List" which identify the Burakumin. These publications are distributed to
companies such as Toyota, Nissan, Daihatsu, etc. Job discrimination is still
maintained in today's Japan.
Kurosawa's Dodes'kaden exemplifies how one's place is a natural and inevitable social
condition. Kurosawa's fictional neighborhood is a Japanese ghetto located at the edge
of town, close to a garbage dump, not unlike today's Japanese ghettos which are
located along river banks where toilet facilities are crude, street lighting is poor, and
the water systems are the worst in the country. However, within such communities,
all individuals are able to function because they are in their proper places. Only if
individuals step out of their defined boundaries, are they socially ostracized. This is
illustrated in the film when Rokuchan drives his imaginary trolley alongside the main
street and passes some children on the way to school. Taunting shouts of "trolley
crazy" from the children accompany Rokuchan's "dodes'kaden." To substantiate
Kurosawa's fictional example, Hane (1982)cites a case in which a university professor
proposed marriage to a female colleague who had conceived his child. Tradition
required that the potential groom's family hire a "go-between" or marriage broker to
investigate the young woman's background. When the investigation revealed that her
heritage was Burakumin, the marriage was canceled, and she committed suicide, the
traditional way of "saving face."
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Generally speaking, the Japanese are known as people who accept what is given.
This concept of fate reinforces the practice of accepting one's place in society. The
historical and political edicts compounded by religious mores have been factors that
have formulated the Asian concept of place. In a Japanese cultural context, where are
the people with disabilities placed? And how do the beliefs affect the Japanese who
have emigrated and now live in other societies?
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Perception of Disability in a Minority Culture
Dodes'kllllen helps us to understand diversity in a racially homogeneous society. All
members of the Dodes'kaden community deviate from the social norm. Rokuchan is
developmentally delayed; Hei is mentally ill; there is a man who has a severe stutter
and walks with a limp. Yet, they live harmoniously because their differences create
a semblance of equality apart from the dominant society.

The Japanese need for mass conformity has perpetuated the myth of the "pure" race.
Thus, those who are different are not recognized. Toshihiko Mogi (1992), a professor
at Tokyo Metropolitan University who specializes in educational psychology and the
education of people with disabilities, writes that "for many years, to be disabled in
Japan meant to be forgotten" (p. 440). Mogi observes that people with disabilities are
reticent about putting themselves in the public eye and standing up for their rights.
Although this is changing, Japan's reluctance to address issues related to people with
disabilities is reflected in its identification of this population. Mogi (1992) observed
that there were 2.6 million people with physical disabilities and 385,100persons with
developmental disabilities. Add to these groups those not officially recognized-the
approximately one million people known to have psychiatric disorders--and the total
figure for people with disabilities in Japan is slightly more than four million. This
represents only 3.4 % of the country's population, a proportion of people with
disabilities which Mogi claims to be very low compared to that acknowledged by
other countries. Mogi raises the question, ''Why is the Japanese figure so low?" (p.
440). Mogi'~ question can be applied to the Asian American community as well.
Visible/Invisible Asian Americans
Population demographics indicate Asian Americans as the fastest growing minority.
Yet, data presented in an annual report of the Rehabilitation Services Administration
to the President and Congress (Thayer, 1989) suggest lower participation by Asian
Americans in rehabilitation than their numbers in the total population would warrant.
Of the approximately 217,767Vocational Rehabilitation closures in which "race" was
reported, only 2,847 or 1.3% involved Asian Americans (Leung, 1993). In Hawaii, the
percentage of people of Japanese heritage served by the State Vocational
Rehabilitation program is approximately one-half of what might be expected, given
the percentage of Japanese people who are of working age. Such underrepresentation
may be attributed to cultural factors such as those that have been discussed in this
paper. Namely, there are (a) historical and political factors, and (b) religious beliefs
that define social position. These factors have cultivated the concept of fate and
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acceptance of place which may be inconsistent with American values of rehabilitation,
independence, and individual rights.
Conclusion
Providers of human services must recognize that dramatic changes are occurring in
America's racial and cultural composition. Service providers must develop an
understanding of cultural differences. It is acknowledged that an understanding of
all the various cultural nuances is almost impossible. As Dr. Peter Ng, a pediatrician
at the Asian Health Services in Oakland expressed,
There are 20 zillion cultures out there and there's no way you can know every
quirk. What we have to do as providers is be curious. We have to ask and
then ask again. This is not about these individual things. It's about caring,
and ... searching out what we need to know. (Gross, 1992, p. 10).
Kurosawa's Dodes'kaden is an example of one source of information. It is our
responsibility to be curious about sources of information that can provide
understanding of different cultures. Films from other cultures, when incorporated
within a developed curriculum centered on cross-cultural objectives, can help develop
the sensitivity that is required for all service providers.
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Section II
Interactions
This section focuses on relationships between people who have disabilities and those
who do not, including interactions between strangers, family members, and service
providers/consumers. The papers in this section continue the themes introduced in
Section I: potentials for stigma and acceptance as experienced by people in everyday
life, and as implemented in public policy.
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Gerald Gold's fieldwork examines interactions between para-transit riders and drivers
in his paper, 'Will you be Transferring? Drivers and Passengers in an Urban
Para-Transit System." By studying the use of the system, rather than just the
programs designed for accessible transportation in Toronto, Gold furthers our
understanding of cross-disability experiences. In particular, Gold analyzes how
driver-passenger relationships become defined over time as an "enabling mechanism
for the re-mapping of urban space." Gold's paper highlights how both passengers and
drivers experience a certain amount of marginality, and at the same time develop
intersubjective understandings.
The research data presented by Parnel Wickham-Searl in ''The Personal Narratives of
Mothers of Children with Disabilities: A Feminist Critique" include autobiographical
accounts. Part of a larger study, in this paper Wickham-Searl discusses books by
Pearl S. Buck (1950) and by Oara Oaibom Park (1967). As Wickham-Searl notes, the
differences in these two women's experiences reflect both personal differences and
historical contexts. Yet both authors portray the salience of mothering in their lives,
and the importance of political activism and advocacy. Employing a feminist
orientation in narrative analysis allows Wickham-Searl to examine the everyday
experiences of mothering children with disabilities, rather than focusing on "great
people" and "great moments" in their lives. As Wickham-Searl notes, the texts
themselves may serve to educate others not only about the authors' experiences, but
about wider sociopolitical causes.

l

LeRoy Nattress also addresses family relationships in his paper, "The Impact of Major
Limb Loss on Marriage." He examines the assumption that marriages are more likely
to end if the woman acquires a disability than if the man does. To study this
question empirically, Nattress administered a questionnaire to people with a "major
limb loss." In this paper Nattress analyzes the 140 responses to this survey. Gender,
age, length of marriage, and reason for amputation were found to be potential "risk
factors." Nattress demonstrates a need for those who work with clients and families
to include family members' reactions and behaviors explicitly in order to reduce
potential stress among family members. He also provides a cogent analysis of the
difficulties in conducting research such as his, and means by which researchers can
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refine methodological designs by reflecting on their own research processes and those
of others.
In the final paper in this section, ''The Long Shadow," Beth Franks describes three
models she has used to facilitate interactions between persons who have disabilities
and those who do not Jungian psychology, as expressed in Robert Bly's (1988)
writings; the work of Kubler-Ross (1969) on death and dying; and Featherstone's
(1981)book on parenting a child with disabilities. Franks describes how she has used
these models in tacltlng disability studies and how her students have benefited from
the opportunity to examine their assumptions and fears: ''Disability Studies has given
them a means of acknowledging and reclaiming parts of themselves which they need
and which they deserve to possess." Frank's paper is reminiscent of Johnsen's in
Section L Both ask us to envision the possibility that the line between "insider" and
"outsider' is arbitrary, ambiguous, and socially constructed. If so, then the potential
exists for interactions defined along other, less stigmatizing dimensions.
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Will You Be Transferring?
Drivers and Passengers in an Urban Para· Transit System
I.

Gerald Gold, Ph.D.
York University
Though persons with disabilities often depend on some form of adapted transport,
the sociology of the para-transit experience is absent from disability studies.
Similarly, while there are numerous discussions of the requirements for adapted
transit systems, none include conceptual discussions of disability. Nonetheless, the
requirements for para-transit have become a political issue for persons with
disabilities and part of the making of enabling environments.

r

Similarly, the experience of using para-transit, as opposed to the provision of paratransit services, is absent from health care research; and para-transit drivers, despite
their extensive contacts with persons who have disabilities, receive most of their
training from practical experience. Unlike orderlies and attendants, they are not
considered to be "allied health personnel" (Goldstein &tHorowitz, 1977). Despite their
lack of formal training, however, in the course of a working day, para-transit drivers
in Toronto interact with persons who have had strokes, individuals who are receiving
dialysis, persons with multiple sclerosis, paraplegia, and other mobility impairments,
people who have mental retardation, and many others, including elderly persons with
mobility problems.
This initial study of para-transit takes a cross-disability perspective by focusing on
the relationship between para-transit drivers and people who ride their busses. As
Murphy (1993) and others have shown, the path of disability and chronic illness can
be a journey through a veil of liminality that distances the normalcy of everyday life
from a contrived realm of disability. This paper peers into the shuttered world of
para-transit, a space that is analogous to Scheer's (1984)metaphor of the wheel-chair
as a "portable exclusion chamber," delimiting acccessibility in everyday life.
The closed para-transit bus provides a temporary opportunity to leave adapted
environments. As a closed arena of driver and passengers, an isolation broken only
by the staccato radio voice of the dispatcher, tile bus ride offers an opportunity for
cross-disability interaction and communication with drivers who, through a series of
verbal performances, become significant points of reference in the "miniaturized"
world of people with disabilities. Moreover, driver-passenger relationships are
routinized by drivers, who become significant points of reference for passengers
whom drivers encounter by first name and by reputation.
Drivers maintain their own "runs," often through guarded radio communications with
dispatchers, with whom they negotiate routes that they will modify to suit their
interpretation of the logic of their "run" and by what they perceive to be the needs of
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their passengers. Any significant driver-dispatcher communication will usually be
carried out by telephone at non-peak hours, when neither passengers nor other drivers
can monitor their conversations. Similarly, conversations with passengers tend to be
more restrained when there are other passengers on the bus.
In their conversations with selected passengers, drivers recount the drama of their
''runs." As I am another non-threatening passenger, drivers relate tales of the road
and biographical sketches of other riders, particularly those who take advantage of
their services and cross the line of reason with unjustified complaints to management.
Some drivers trD tares of the difficulty of their work, narratives which are
deliberately designed to distance them from drivers in "regular service" or to
authenticate the unique character of their work, such as late night passenger pickups
at bars and strip-clubs.
Some recalcitrant passengers, rather than being targets of criticism, are admired for
their resistance and defiance. One of these legends of resistance is a York University
student who constantly tested the rules of the service, yet elicited a large turnout
among drivers when he died on a Wheel-Trans bus. These problem cases are as
familiar as long-standing passengers to many of the drivers, dispatchers, and
schedulers. Either over the radio or in the coffee room, problem cases become part
of the mythology of Wheel-Trans. At a tenth anniversary celebration, it was evident
that these myths were shared by both drivers and long-term passengers, many of
whom take a direct interest in driver irresponsibility, illness, or accidents.
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The gap between the work role of drivers and their self-assigned role as care-givers
leads to unresolved tensions, which are part of the drivers' own marginality.
Conversations with drivers lead to an understanding of how they become self-selected
enabling agents for their riders--part of an alternative network of care-givers and
attendants. A compelling example is provided by a driver who helped a rider pull
up his pants at an unscheduled toilet stop. Other drivers will lift riders onto chairs
and scooters and make unscheduled stops for them, even though these are technically
unauthorized.
In one respect, the driver-passenger relationship is checked by the switching of "runs"
at regular intervals, but drivers with high seniority seem to be assigned the same
"run" repeatedly, and riders will often encounter familiar drivers when they change
"runs," are assigned replacement drivers, or ask for a demand-response ride, which
could get them any driver within convenient traveling time of their pick-up point.
This relationship between driver and passenger, and the self-assigned role of caregiver, is illustrated by the case of ''David," who adjusts his "run" to my presence,
adding to an ongoing narrative which he resumes every Monday:
He began in his late thirties, as a driver with ten years experience, when
Wheel-Trans was contracted to a private company. With this background, he
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shares a self-defined role with about 70 long-time drivers as a driver who has
a special relationship with people who have disabilities.
Knowing my boarding routine, David waits this morning in the driver's seat,
reading his newspaper, until I roll onto the beckoning rear ramp.
Similar to all of the regular drivers, David greets me and assists me in
transferring to a waiting seat at the front of the cab, next to the driver's
platform. Grabbing "Q-Straints" which dangle from the cab wall, he anchors
the chair to the floor and sets out on the traffic-evading route that I had shown
him three months earlier.
It is 9:20 AM, and David grabs the radio microphone to confirm that he has
made his pickup. According to his "run-sheet," I am his eleventh passenger
since he started at 6 AM transporting passengers to work, to various hospitals,
and to a stroke clinic.

As though he had used a bookmark, David resumes last week's narrative,
dropping cues as to where the conversation had abruptly ended. After a period
of silence, David delves into a new narrative history which begins with tales
of wheel-chairs on the perilous ramps of the ''Mighty-Mite," a now-abandoned
para-transit bus that was used about five years ago.

J
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The encounter with David, and with other drivers, ends outside of the bus, after our
scheduled thirty minutes, during which time the drivers are attendants, story-tellers,
and program-makers. By entering into these conversations, I also slip into a
temporary client-caregiver relationship in which disability and class differences are
seemingly set aside for an association that will remain egalitarian as long as I am on
the bus.
This ritual is repeated for many passengers, especially those who are verbally
communicative, and drivers, such as David, find their conversation partners even
when there ·are as many as six passengers on the bus. Only on a bus in which the
driver is not seated near an acquaintance, or on a bus which is unusually full, to the
extent that the drivers have to work their way around tightly-spaced "chairs," are there
no conversations.
Although drivers and riders proceed on the same cloistered journey, each regards the
other somewhat differently, and each has different interpretations of the para-transit
experience. Riding in the bus at least four times a week for more than two years, I
began to focus on the comparative inter-subjectivity of two perspectives, that of the
driver and that of the passenger, both of whom deconstruct the para-transit experience
from their dramatically-different perspectives.
For the drivers, para-transit is a career in which their experiences cannot compare with
those of drivers in "regular service." For many, the rewarding, but unappreciated
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nature of their experiences is supported by the fact that every year, ten drivers cross
over to para-transit service, and only a few go the other way. About 70 drivers came
to the public transit company in 1988, after having been underpaid workers for a
private para-transit service. These long-service drivers are seen as somewhat more
skilled than the other drivers and uniquely experienced in the transport of people
who have disabilities. For most drivers, this experience is authenticated only by the
recognition that they receive from passengers and other para-transit drivers.

)

For most riders, Wheel-Trans is their only way to negotiate the world. It allows them
to leave homes and institutions temporarily. Many riders become attached to their
favorite drivers, whom they know by name and by reputation. Others know the
schedulers and dispatchers, and most become intimately familiar with Wheel-Trans
jargon (e.g., a straight-run, a change-over, a direct-demand ride, a pre-booked ride, a
no-show) and the rules of engagement Yet, no matter how appreciative the riders are
of para-transit, their consmner perspective is marred by a fear of the inflexibility and
undependable nature of the booking process for spontaneous transit (which begins
four days before an event), often forcing them to miss appointments or, in the case
of pre-booked rides, to be late for work.
These preliminary comments on para-transit suggest that it is a service that may have
been under-studied as an enabling mechanism for the re-mapping of urban space,
especially by persons with motor disabilities. By providing this mobility, para-transit
drivers become significant, though temporary points of reference, untrained and
unrecognized enabling agents who develop their own situational approaches to
disability.
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The Personal Narratives of Mothers of Children with Disabilities:
A Feminist Critique
Pamel Wickham-Searl, Ph.D.
Dowling College
For many years I have studied the experiences of families of children with disabilities
through the stories parents tell in conversations and in written narratives. In my
current research I adopt a feminist perspective to study the personal written narratives
of parents. A feminist approach provides a frame of reference for understanding
parents' writings about their own lives while caring for children with disabilities.
I have limited my focus to books which have been written exclusively by parents of
children with disabilities, and ones which have been published by popular or
scholarly presses. Furthermore, I have selected personal accounts that are concerned
with children whose disabilities became evident within their first three years, and
only those that were written by mothers. I have imposed these constraints on my
work because of the great volume of available and interesting material and because
of my personal research interests. My study of the writings of mothers of children
with disabilities extends my on-going research concerning mothers of children with
disabilities who have transformed their care-giving responsibilities into social
activism.
I approached my research through analysis of the narratives as autobiographies. I am
interested in knowing how the women who wrote about their families revealed their
own lives to their readers. Feminist approaches to autobiography abandon traditional
styles of the genre. Autobiography is usually rooted in chronological accounts of
major events in the lives of important individuals. In contrast, feminist approaches
explore the writings of ordinary people describing every-day events that hold personal
meaning, in order to discover the ways in which they define themselves and their
world. A feminist interpretation of autobiography seeks to discover the authors
through the tales they tell about other people who are important to them.
Furthermore, a feminist reading recognizes the discursive and fragmented lives of
women that are revealed through the stories they tell. A feminist approach to
narratives understands that personal writings may be used to teach, to explain, or
even to convert readers to a social cause.
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Because there are so many published narratives available, I will discuss two books
that signify, for me, their most important elements. They are Pearl S. Buck's (1950)
The Child Who Never Grew and Oara Oaibome Park's (1967) The Siege: The First
Eight Years of an Autistic Child. Both books offer a glimpse into the variety that is
possible within a particular form.
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I begin with the chronicle of Pearl S. Buck, The Child Who Never Grew, for this book
seems to be one of the first published narratives written by the parent of a child with
disabilities. Late in her life, Pearl Buck learned that her daughter, Carol, had acquired
mental retardation as a result of phenylketonuria (PKU). At the time the book was
written, however, Ms. Buck had no knowledge of the disease. She adopts a personal,
almost conversational style throughout this short (89 page) narrative. Her reflections
provide important insights into the personal changes she experienced as the result of
mothering Carol. But this book, similar to many others, is interesting for the
information it mnits • well as for the information it includes.
I had to search other sources to discover the chronology of events described in The
Child Who Never Grew. For example, Ms. Buck gives no indication of the time
period in which the events took place. It is as though the lived experience speaks for
itself and represents countless other families, unencumbered by conventions of time.
Therefore, I was surprised to discover that Ms. Buck was recollecting an experience
that had occurred thirty years before the writing. This fact helps to explain why Ms.
Buck wrote with bruac!fstrokes. There are no details here of daily tasks of homemaking and child care. Nor are the child's father or other relatives ever mentioned.
Furthermore, this world-famous author never divulges to the reader that she is a
writer by profession. On the contrary, The Child Who Never Grew is a mother's
story: It is a vibrant, colorful representation of a deeply personal, difficult period in
the author's life and her response to the problems that arose.
In at least two ways Ms. Buck's experience is considerably different from that of other
parents. In the first place, except for one brief period when the author attempted to
teach Carol reading, writing, and music, she is little concerned with the education of
her child or, for that matter, with her direct care. In the second place, the author is
financially independent
Possibilities for travel, professional consultation, and
services for Carol are readily available to Ms. Buck. And finally, of course, we know
that Ms. Buck is a famous writer, although she does not tell us this. On the contrary,
she tells us that she is an ordinary mother, admittedly with advantages, who
experiences ·most of the same problems, frustrations, anxieties, and fears as other
parents.
Even though Ms. Buck's book is not concerned with the day-to-day events of childcare, as is the case with many other parent narratives, she nevertheless approaches the
work with the passion and mission of a mother. Indeed, her stated purpose for the
book is to teach and advise other parents, as one mother might guide another, as well
as to give meaning and utility to her daughter's life. And, although Ms. Buck does
not report on the daily care of her child, she describes convincingly the emotional
turmoil she experienced in her personal journey to find solutions for her child's
problems. Her search for knowledge took the mother and daughter from China,
where they lived initially, to America. Ultimately, on the advice of a physician, Ms.
Buck located an institution to care for Carol, the Vineland Training School in New
Jersey, where Carol was admitted and where she lived until the age of 70. While
deference to professionals is a recurring theme throughout her narrative, the
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publication of Ms. Buck's book stands as testimony to the importance of the
experience of mothering in her life.
Oara Oaiborne Park's narrative, The Siege: The First Eight Years of an Autistic Child,
offers intimate and detailed insights into the daily living and learning that occurred
in the author's family. Written when her daughter, to whom she refers as Elly, was
eight years old, the book portrays an immediacy and an urgency that attempts to
capture Elly's day-to-day development and the author's attempts to help her.
Ms. Park writes herself into her narrative. The book is about Elly, but it is also about
the author. She describes herself, as does Ms. Bu~ first and foremost as a mother;
but she is also a writer, a teacher, and a researcher. Although she, too, was financially
secure and well educated, Ms. Park claims there was nothing special in her
experience; any other mother would devote herself to caring for her children as she
did.
Ms. Park's search for services for Elly led to a variety of professionals, mostly
pediatricians and psychiatrists. Some of these were helpful, but most disappointed
and ultimately frustrated Ms. Park's hopes for assistance. Eventually she learned to
rely on the primacy of her own personal experience as a mother, and on the
knowledge that emerged from her efforts on behalf of Elly. Similar to many other
parents in her era, Ms. Park replaced her reliance on professionals with the authority
of her own expertise. Thus, the stories the author tells about Elly and all the other
people she encountered reveal her own personal transformation from an acquiescent
recipient of services to an expert in the care of her child.
The Siege, in much the same way as The Child Who Never Grew, is a tribute to
mothers of children with disabilities. Even though both authors are notable
individuals, they evidently intended their books to provide insights into the ordinary
experiences associated with raising children with disabilities. They both stressed the
importance of taking an active, purposeful role in their children's lives. Living in a
later era, however, Ms. Park transformed her personal commitments as a mother to
social activism. Ms. Park's mission took on a political dimension that became
increasingly common with women throughout the 1960's and thereafter. But even Ms.
Buck, writing in the late 1940's, converted her intensely personal experience of
mothering into a form of political activism on behalf of persons with disabilities
through the writing and publication of her narrative.
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The Impact of Major Limb Loss on Marriage
LeRoy Wm. Nattress, Jr., Ph.D. Candidate
Loma Linda University
When men become disabled, the marriage breakup is fifty percent; when

women become disabled, the marriage breakup is ninety-nine percent.
- Jill Weiss (1983)

Anecdotal information, over the years, has led many rehabilitation professionals to
conclude that a high percentage of traditional marriages end shortly after the woman
acquires a disability, while the reverse is true when the man acquires a disability. To
the writer's knowledge, these assumptions have not been verified, nor have the factors
which place marriages at risk under such stress been identified. The present study
was designed to obtain information to answer both of these questions.
Methodology
During the summer of 1992, the author, working with an expert panel, developed a
one-page questionnaire designed to gather information from individuals who had
been involved in traditional marriage relationships when they acquired their
disabilities. In an effort to control the study, the disability specified was the
amputation of an extremity, or major limb loss.
On August 15, 1992, a draft of the questionnaire was administered to members of
Amputees Are Able, an independently organized and operated support group which
meets monthly at the local community hospital in southern California. Based on the
group's responses, comments, and questions, the questionnaire was finalized. In
addition, the group agreed to lend its name to the study.
In September the questionnaire was sent to more than 150 self-help groups and
organizations throughout the United States which address the needs of people who
have had amputations (prosthetic facilities and amputee clinics) with a request that
they duplicate the questionnaire and circulate it to their members/patients with their
newsletter or in other appropriate ways. Completed questionnaires were to be
returned directly or collected locally and returned in batches. The deadline for
returning the questionnaires was January 20, 1993, though questionnaires received
through May 13, 1993, were included in the study.
The Sample
146 questionnaires were returned, of which 140 were included in the analysis. Two
individuals responded twice, three forms were incomplete, and one involved the
amputation of toes and was not considered by the research team to be a "major limb
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loss." The distributions of those responding by age, reason for amputation, and
marital status at time of amputation are shown in Tables 1, 2, and 3, respectively.
Since the purpose of this study was to determine the impact of amputation on
maniage, those respondents who were married at the time of the surgery were
identified, and Ihm questionnaires were subjected to further analysis. As shown in
Table 3, of the 140 respondents, 67 (47.9%) were married at the time of their
amputation--36 males (48.6%) and 31 females (47.0%).
Results
Nine of the 67 individuals who were married at the time of their surgery were
subsequently divorced, one male and eight females. Six of those divorced were less
than 31 years of age when the amputation was performed (Table 4), and all nine were
less than 51 years of age. Similarly, six of those who had divorced had been married
five years or less (Table 5), while eight of the nine incurred amputation as a
consequence of trauma (Table 6).
The size of the sample was considered too small to make inferences concerning the
impact of rel~gion, geography, or sexuality on continued relationships following
amputation of an extremity. For the same reason, the risk factors identified must be
considered preliminary and tentative.
Discussion
The poor response rate to this survey raises a number of questions about the method
employed (a modification of the "snowball" method). The research team assumed
that, by having one of the amputee support groups identified with this study, the
other support groups throughout the country would become involved willingly. This
was not the case, as only six of the more than 100 amputee support groups duplicated
the questionnaire and circulated it to their members, and only two amputee clinics
made a conc:erted effort to collect the data requested. Follow up telephone calls to
determine barriers to cooperation yielded the following comments:
(1)

The questions about sexual orientation and activity were felt to be
intrusive;

(2)

Asking respondents for their first names was considered a breach of
confidentiality;

(3)

Encouraging respondents to return questionnaires directly was viewed
as a desire on the part of the research team to develop a mailing list
from the return addresses;
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TABLE 1
Age at Time of Amputation
(n

= 140)

Age

Male

1 • 10

1

5

6

11 • 20

14

8

22

21 • 30

19

10

29

31 • 40
41- 50

7

8

15

6

9

15

51 • 60

11

11

22

61 • 70

10

9

19

71 • 80

4

4

8

81 - 90

2

2

4

> 90

_Q

_Q

_Q

74

66

Total

Female

Total

140

TABLE 2
Reason for the Amputation
(n

=140)

Male
Congenital

Total

1

7

8

Disease

35

27

62

Trauma

33

21

54

~

11

16

74

66

140

Malignancy
Total

J

I
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Female

65

TABLE 3
Marital Status at Time of Amputation
(n

f

= 140)
Male

Amputation prior to Marriage

20

14

34

Married

36

31

67

6

18

24

12

..-1

15

74

66

140

Separated/Widowed/Divorced
Never Married
Total

1

Total

Female

TABLE 4
Stability of the Marriage Related to Age at Time of Amputation
(n

= 67)

Male
Remained
Divorced
Married

Female
Remained
Divorced
Married

Total

< 21

0

0

0

1

1

21 • 30

5

1

2

4

12

31 - 40

3

0

4

2

9

41- 50

6

0

6

1

13

51- 60

9

0

6

0

15

61- 70

9

0

3

0

12

71 - 80

2

0

2

0

4

81 - 90

---1

_Q

_Q

_Q

--1..

35

1

23

8

67

Total

66

1
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TABLE 5

Stability of the Marriage Related to Years Manied
at Time of Amputation
(n

=67)

Male
Remained
Divorced
Manied

Female
Remained
Divorced
Married

Total

<

1

1

0

1

2

4

1-

5

7

1

2

3

13

6-

10

1

0

2

0

3

11 - 20

4

0

3

3

10

21 - 30

7

0

6

0

13

> 30
Total

_ll

_.!t

---2

_Q

24

1

23

8

67

35

TABLE 6

Stability of the Maniage Related to Reason for the Amputation
(n

= 67)

Male
Remained Divorced
Married
Disease
Trauma
Malignancy
Total

Female
Remained
Divorced
Married

Total

25

0

13

0

38

7

1

3

7

18

..2

_Q

....1.

.1

11

23

8

67

35

1

67

(4)

Receiving the request to participate in this study in early October did
not allow some groups enough time to obtain permission from their
Boards to participate in the study, circulate the questionnaires, and meet
the January 20, 1993, deadline; and

(5)

The study appeared to be focused on women, rather than being genderinclusive.

While each of these expressed concerns could have been addressed, and all had been
considered by the research team before beginning the study, they must certainly be
reviewed if this study is extended or replicated.

1

In addition, because of the way in which the questionnaire was introduced, a selfselection factor was implicit in the data gathering process, that is, the research team
was looking for respondents who were married at the time of their amputations and
whose marriages had either survived or failed. The paragraph which introduced the
questionnaire was crafted to encourage potential respondents to participate in proving
or disproving what was presented as common wisdom. The fact that more than 50%
of those responding were not married at the time of their surgery raises additional
questions about both the method and the sample.
To further complicate matters, there are no recent data to indicate the incidence of
amputation by gender, age, or cause. Thus, there are no benchmarks to determine
whether any sample of persons who have had amputations is representative of the
total population.
Regardless, there appear to be risk factors which should be taken into account by
those who provide health care and related services to families when one partner in
a marriage undergoes the amputation of an extremity. For example, the data suggest
that a marriage may be at risk when: (1) the woman undergoes an amputation (26%
of the women versus 3% of the men); (2) the spouse who has the disability is 50 years
of age or less (26% of those under the age of 51 versus 0% of those 51 or older); (3)
the couple has been married five years or less (35% of those married fewer than six
years versus 6% of those married six years or more); and (4) the amputation was the
result of trauma (44% of the amputations resulting from trauma versus 2% of those
resulting from other causes).
From the above, it is clear that the divorce rate is higher for women who have had
amputations than it is for men, though the magnitude, at least for this sample, is not
as great as anecdotal information has suggested. One explanation offered for this is
that the amputation of an extremity, compared to paralytic, degenerative, and/or
progressive disabling conditions, is a less devastating disability in terms of body
function, mental status, personality, and related conditions. Also, the finality of
amputation, unlike some other disabilities, cannot be denied.
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In addition, it seems that timing, ie., age and length of marriage, are important factors
in the continuation of relationships. Apparently, disability is not an acceptable part
of the lives of young people, while it is an expected part of growing old together.
Finally, the suddenness of trauma in altering life styles and relationships is perhaps
the most critical factor in the survival of traditional commitments between men and
women. As one respondent commented: "After the accident my husband visited me
twice in the hospital and said he felt so bad for me, but he could not deal with my
condition. He went to therapy for a month and then filed for divorce for
i"econcilable differences."
What has been demonstrated is that those involved with the management of patients
who have undergone the amputation of one or more of their extremities must attend
to the other members of the patients' family, especially their spouses. This is
particularly critical when the wife is the patient; when the amputation is performed
suddenly, without sufficient time for the preparation of those involved; and when the
couple is young and/or married for a relatively short time. Further work in this area,
focused particularly on family-centered interventions, seems warranted.
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The Long Shadow
Beth Franks, M.Phil., Ed.D.
Hobart and William Smith Colleges
Disability, as a focus of study that extends beyond diagnosis and treatment, is a
relatively new area, one which is currently in the process of being developed as a
disciplinary field. Because the field is emerging, most models that might be used to
examine the meaning of disability are still at the exploratory stage. In this paper, I
suggest three models that I have found to be effective in teaching disability studies,
and I briefly describe student responses to them.
The first model, taken from Jungian psychology, is based upon the idea that what is
hidden in the unconscious is often denied and rejected by the conscious self. Under
certain circumstances this material is manifested through projection, or through
attaching it to someone else. The persons or groups upon whom the material is
projected do not have to have the characteristics with which they are attributed, for
these characteristics are created by the internal dynamics of the person who can not
deal with his/her hidden material.
The term "the shadow" was used by Jung to describe both what was hidden and the
idea of projection. It was also used by Jung's students, who further explored and
developed the concept. According to Marie Louise von Franz (1974), who worked
closely with him:
We generally define the shadow as the personification of certain aspects
of the unconscious personality, which could be added to the ego complex
but which, for various reasons are not. We might therefore say that the
shadow is the dark, unlived, and repressed side of the ego complex, but
this is only partly true ....
When investigating it, we discover that it
consists partly of personal and partly of collective elements (pp. 5-6).
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Since Jung's writing is often difficult for students, I assign instead a collection of
essays by the poet Robert Bly (1988) called A Little Book on the Human Shadow.
Bly's writing is lively and personal, and he uses his poetic gifts to create a compelling
description of this complex psychological phenomenon. Bly uses three metaphors to
explain what is hidden from the self and what happens to it. The first is the notion
of a shadow itself, the dark outline that follows a person wherever he/she goes. In
the second image, Bly suggests that each of us carries a long bag that we drag behind
us. According to Bly, we stuff into the bag all the thoughts, feelings, experiences,
impulses, and dreams that society condemns. Into this bag go prohibitions against
sexuality, dependence, and desire, as well as our shame about our lack of control over
our bodies, our emotions, and our lives. In his third metaphor, Bly equates the
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hidden material and the. mechanism which both hides and reveals it to a roll of film,
kept in a canister and ready to be projected upon a screen.

I
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Bly's (1988) third comparison is the most useful for students since the metaphor can
be expanded and developed quite fruitfully. First, we examine what is put into the
canister. Into the bag, the shadow, or the film canister, we put spontaneity, greed,
and sexuality. Men put their femininity into it; women put in their masculine traits.
In our culture, which stresses individuation, autonomy, and lack of connection, we all
put our dependence. We then drag this collection behind us. According to Bly, if
items stay in the bag or canister too long, or, if a trait is too repressed, it becomes
hostile toward the self. The end result is projection. We project all those things we
cannot acknowledge about ourselves onto others, externalizing what we fear and what
we have been taught to despise-and we lay these attributes at the door of those who
are receptive screens.
To extend the comparison with the film image, one must realize that not just any
screen will do for the pmposes of projection. Certain elements are necessary for
projection to be successful. With a film or a movie, the image can be seen if projected
onto a screen or a wall, but not if projected onto a couch or a bookcase. For film, a
relatively flat surface is needed for successful projection.
For psychological
projection, however, a different set of characteristics seems to facilitate projection.
While individuals other than the self may be the recipients of our private and
personal projections, there are also whole groups of people who are used for social
projection. Many of the fears each of us hides are held in common, having been
taught to us by the culture in which we have been raised. Individuals and groups of
individuals who are different too often become the recipients of social projections.
People with disabilities hold focal positions as receptors of what we have been taught
to fear and dislike about ourselves. Therefore, they become targets for both
individual and social projection and are strategically placed to be the recipients of
many of the greatest fears of those who are currently abled: loss of emotional and
physical control, dependence on others, uniqueness, and difference. Students are
quick to recognize that the fears they have about themselves, the fears of not
conforming, the fears of losing control emotionally or physically in front of others,
the fears of being dependent upon others (especially when they are just emerging
from a state of dependence upon their parents) can be attributed to people with
disabilities more easily than acknowledged as part of the self.
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Finally, in addition to containing fears about our current status in society, the bag that
we drag behind us also casts a shadow that runs ahead, darkening our future. One
of the greatest fears of our generation is aging. As one of my students summarized,
When we see a disabled person experience a body spasm or drool, we
can conceptualize our institutionalized grand-parents doing likewise.
Add a few years to the faces of our parents and it is not difficult to
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envision them in a similar situation. It doesn't take a savant to guess
who is next. (W. Keck, personal communication, June 4, 1992)
By reclaiming the parts of themselves which they have been taught to repress and
hide, students gain in many ways. They become fuller and more integrated persons.
The energy they have used to keep the repressed material hidden is free for other
uses. Finally, they are less likely to attribute negative qualities to others, becoming
more socially and personally responsible for their own feelings.
The second and third models that I use are drawn from stage theory, specifically as
it has been developed by Featherstone and Kubler-Ross. Featherstone (1981) uses the
concept of stages in a family's acceptance of the birth of a child with a disability.
Kubler-Ross's (1969) stages apply to the acceptance of one's own death. Briefly, their
stages are as follows:
Kubler-Ross

Featherstone
1.
2.
3.
4.
5.

1.
2.
3.
4.

Fear
Anger
Loneliness
Guilt; Self-doubt
Acceptance

5.

Denial
Anger
Bargaining
Depression
Acceptance

Contrasting and comparing these two models has been useful. To summarize the
difference, Featherstone's (1981) stages apply to someone close to the self, while
Kubler-Ross's (1969) affect the individual himself or herself. Featherstone describes
a situation that affects one's life, but not something with which one has to deal
directly. Kubler Ross describes something that happens to the self. For example, if
one's mother falls ill, it is not one's own illness. It affects one's life, but it is not the
self who is ill. To explore the models, my students and I talk about ourselves; we
relate times in our own lives when something has happened to us or to someone close
to us. I have found that both models are necessary. Many students have experienced
loss, disability, or a serious illness for themselves. Others have had friends who have
died through accidents or suicide and parents or grandparents who have acquired
disabilities. By contrasting and comparing the models developed by Featherstone and
Kubler-Ross, students have a chance to explore what has happened to them, both
directly and indirectly, and to begin to appreciate the differences.
I would like to offer a brief comment on the way I have seen disability studies work
in the college at which I teach. I work at a small, private institution, among a
privileged minority; the students are, on the whole, drawn from the white, upper and
middle classes. When I walk across the campus I see healthy young men and women,
dressed from J.Crew and L.L. Bean, and there is often an air of unreality, similar to
the false sense of security in a bell jar. Yet, every term I find that what is under the
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shining surface is something quite different than what is first presented. Much like
the bell jar Sylvia Plath (1971) described, my students present a very different picture
of their lives once they begin to acknowledge some of their own experiences. Many
of them come from broken homes, have an alcoholic parent, suffer from sexual abuse,
and/or have eating disorders or learning disabilities. These young men and women
come to courses on disability seeking a perspective on their own lives. Many of them
leave the course having found a thread that leads them both into the labyrinth of their
inner lives and out into the world they will have to meet and master.
Neither they nor I would suggest that the problems they have encountered are
equivalent to living out one's life as a wheelchair user, or with a permanent, visible
disability. Through the study of disability, however, many of their fears can be
articulated and deconstructed. By examining the bag and the contents they have
accrued in it, they are spared the necessity of projecting their fears upon others. The
medium of disability studies has given them a method of examining material which
has disturbed them enough to seek an explanation, and it has helped to diffuse the
anxiety they feel about how they engage with the world. The medium of disability
studies has given them a means of acknowledging and reclaiming parts of themselves
which they need and which they deserve to possess.
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Section Ill
Life Course Analysis as a Personal and Programmatic Resource
Section III includes five papers that illustrate the usefulness of life course analysis
for personal, policy, and political interpretations of disability.
In the first paper, ''Personal Disability History Variables in Disability Research,
Theory, and Advocacy," Devva Kasnitz introduces the section's theme. She notes that
for years-at sessions, over meals, and in the hallways-many Society for Disability
Studies members have repeatedly been drawn to certain discussions: ''We seek
together to understand and celebrate our similarities and differences, and we strive
to creatively change those aspects of society that we find oppressive. Whether our
goal is blatantly political, social service centered, or just driven intellectual curiosity,
we start with the same little question, 'What makes the difference?"' Within as well
as outside of the disability rights movement, personal understanding and political
decision-making can be furthered by a more rigorous inclusion of "personal disability
history variables" such as age (including age of onset), gender, race, ethnicity,
education, job history, family, and so on. The remaining papers in this section
provide specific examples of how disability researchers may answer Kasnitz's "call to
action."
In "Current Findings on Project PRISM: A National Collaborative Study on the Early
Development of Children with Visual Impairments," Kay Alicyn Ferrell and Sally
Deitz describe an ongoing federally-funded longitudinal study of children with visual
impairments. This collaborative project, evolving from a four-year pilot study,
examines relationships between "child variables" (including development), "family
variables," and "service variables." Building on and refining previous research, Project
PRISM will provide important information when the project ends in 1995, on the
progress of children with visual impairments through early stages of development
The third paper in this section, Beth Hailer's ''The Voice of Debate: The Little Papers
of Deaf Residential Schools and Sign Language vs. Oralism in the late 1800's,"
examines the possibilities for expression afforded members of residential schools for
the deaf at a time of conflict In much the same way as the Disability Rag and other
publications of today, the ''little papers" represent a means by which members of a
minority group are able to express their opinions, both to other members and to
outsiders. Hailer's work reminds us of how rich archival data can be, and how such
historical examples illuminate the present as well as the pasL
The culture of deaf residential schools provided (and, some would argue, continues
to provide) many deaf children with opportunities for educational attainment and
personal development. In the fourth paper, Gary Woodhill, Judith Sandys, and Naz
Husain address ways in which educational obstacles still block career advancement
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for people with disabilities.
Similar to Ferrell and Deitz's study, the research
discussed by Woodhill, Sandys, and Husain is a federally-funded longitudinal project,
designed with input from people with disabilities as well as non-disabled researchers.
In this paper, the authors present preliminary findings from the first phase of their
three-year project. The initial results, based on retrospective interviews, reflect the
barriers experienced and overcome by people with disabilities who have achieved
success in their careers. As Kasnitz suggested at the beginning of this section, their
personal history variables such as age of onset, type of disability, family support, and
educational background influenced the degree to which interviewees experienced
obstacles and the extent to which they were able to realize their goals.
Finally, Polly Easley examines the effects of life history and aging in her paper
'1ntegrity and Life Satisfaction Among Deaf Elderly Women." Through interviews,
Easley explores the degree to which ten deaf elderly women had achieved the stage
of development described by Erik Erikson (1950) as "integrity versus despair."
Easley's research, based on these women's life stories, shows how it is possible to
achieve integrity and life satisfaction, both because of and despite a lifetime of living
with a disability. Easley suggests that by discovering and maximizing the factors that
contribute to life satisfaction, an older person's later years can be enhanced.
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Personal Disability History Variables in Disability Research,
Theory, and Advocacy
Devva Kasnitz, Ph.D.
World Institute on Disability
What Makes the Difference?
The Society for Disability Studies draws together an interdisciplinary and cross
disability analysis. As a matter of understood policy, SOS does not orient whole
sessions to single disabilities or to the world view of single disciplines. We seek
together to understand and celebrate our similarities and differences, and we strive
to creatively change those aspects of society that we find oppressive. Whether our
goal is blatantly political, social service centered, or just driven intellectual curiosity,
we start with the same little question, ''What makes the difference?"
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We are vigilant in our inclusion of issues of gender, class, and race, ethnicity, or
culture. However, at the same time we explore these huge questions, we must break
them down to more digestible units. At the 1992 SOS meetings, no matter what
sessions I attended, the personal disability history variables of age at onset of
disability, and stability or predictability of disability, either emerged in discussion as
important but understudied, or, to me, were striking by their absence.
Admittedly, my curiosity is fueled by my own sense of minority-within-a-minority
status as a person with a childhood-onset, unpredictable disability. This paper
summarizes my attempts to develop a longitudinal research agenda and analytic
model that looks ethnographically (yes, I am an anthropologist) at individual lives.
I present it to solicit comments.
This paper suggests the development of a Life Disability Career Course model. This
model addresses key personal disability history variables such as age at onset, course,
mitigating events, time elapsed since onset, and progression or stability of disability,
together with a careful historical analysis of what I will call "cohorts of thought."
This model could be important not only to research about disability, but to fieldwork
concepts, designs, and techniques of researchers with disabilities. These issues are
also of importance to all researchers as they face changing interests and capacities
throughout their career course. Furthermore, this approach could have an immense
practical application to questions of the timing and nature of intervention.
An Example, Personal Assistance Services

In reviewing recent disability research, and as part of an interdisciplinary team
brainstorming new research hypotheses, questions, and designs focusing on Personal
Assistance Services and Independent Living philosophy, I hear a clear articulation of
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a real desire to know who, what, where, when, and why some people with disabilities
are less likely than others to choose individual personal independence through a
demedicalized model of assistance than activists might wish or realistically envision
as possible.
The answer to this question lies, in part, in some of the assumptions we make about
the phenomena of independence and, in particular, in understudied aspects of
"disability careers" or personal disability histories. Our life events are the context
within which identity and empowerment must evolve.
Strong arguments and mountains of data are very persuasive that, for people with
severe physical disabilities, a service system which allows individuals (and/or their
families) to determine their own needs and to design and control a network of
personal assistants is one that allows for enormous individual empowerment and
independence (see Litvak, Heumann, & Zukas, 1987). With much success, researchers
and service providers are searching for, documenting, developing, and replicating
model systems that foster the greatest amount of individual choice and independence
possible. For example, the World Institute on Disability's "PAS Replication Project"
seeks to bring some creatively practical European service models to the U.S. (see
Duncan & Brown, 1993).
As the Independent Living movement has grown, a central theme has always been the
transferability of what we have learned from working with people who are primarily
white and who have physical disabilities to other more diverse populations. This is
a conscious effort to correct a leadership bias in the earlier days of the movement
(DeJong, 1983). Questions about transferability are perhaps clearest when looking at
culturally diverse and aging populations who appear to "accept" increasing
dependency along with increasing loss of function. Cultures define and value
individualism and independence differently.
Age groups define and value
individualism and independence differently. People with varied personal disability
history experiences define and value individualism and independence differently.
Independent Living and Demedicalization
Researchers and activists alike, steeped in the Independent Living paradigm, have
succeeded in creating a civil rights movement by and for people with disabilities that
has won some enormous basic legislative victories: Section 504 of the 1973
Rehabilitation Act, the Americans with Disabilities Act in 1990, and the Amendment
to the Reauthorization of the Rehabilitation Act in 1992, among others (see Shapiro,
1993). DeJong, writing in the Archives of Physical Medicine and Rehabilitation in
1979, signaled an academic legitimacy to Independent Living as a topic of study and
debate, both as a social movement and as an analytic paradigm. It is interesting and
ironic that this "permission" came from the heart of the medical rehabilitation model
in a climate of demedicalizaton.
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The demedicalization of disability has helped tum attention from the medical history
of disability to a social civil rights/life event history of disability. This has been
liberating. Yet, at times, an anti-medical stance has kept us horn needed discussion
of real medical problems. We now know that we cannot gloss over medical
experiences and needs, particularly during this period of intense debate about health
care reform. We must put medical issues in context and view them hom a consumer
perspective. A slight re-medicalization of disability is necessary in order for most
individuals to take full control of their own medical decisions and knowledge.
Personal disability history is an information set that encompasses the information
collected in a standard focused medical history, but it includes a great deal more, and
it is differently organized. Just exactly what the "more" is that makes the difference
will hopefully emerge through Life Course research and debate that unifies the
political with the personal disability history. The "differently organized" is a shift
away horn a chronological journey to diagnosis and toward a chronological pattern
of disability events and statuses.
Life Course Research
Intensive examination of the lives of individuals with significant disabilities can
provide an understanding of life course dynamics and social change related to
disability in general. Life Course in-depth interviews, and maybe even statistical
Event History Analysis, are research methods appropriate to the study of events and
transitions in identity regarding disability, and in behavior related to access and
advocacy.
Mayer and Tuma (1989) define Life Course research as "the study of social processes
extending over the individual life span, or significant portions of it, especially the
family cycle . . . , educational and training histories, and employment and
occupational careers" (p. 3). I suggest that we look at individuals' personal disability
histories, i.e., age at onset and course of disability, as another interweaving life course
trajectory to. be analyzed along with the three listed above.
We can look at patterns in the sequencing of life history events and transitions in
identity and experience related to disability, and in the temporal placement of
disability events in the context of other life course dynamic processes. Along with
an analysis of basic demographic characteristics, we should be better able to tease out
the configuration of life events that may demonstrate the development of
identification with Independent Living philosophy, achievement of personal goals,
and leadership skills. This type of study is qualitative; however, it may suggest a
future research design that includes more formal, statistical Event History Analysis.
An Example: Age at Onset

The first piece I wrote on disability was in 1985 in the old Disability and Chronic
Disease Quarterly (Kasnitz, 1985). It was a "Focus" piece for an Issue on Aging and
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Disability. The article presented a series of hypotheses comparing attitudes and
experiences of people who acquired disabilities early in life and those who acquired
them in their older years. I looked at identity, education and training, technological
advance and attitudes toward technology, general independence, family residence,
household and family configuration, and medical stability and expectations, among
other factors. I suggested themes that encompass economic resources, attitudes toward
aging and toward medical professions, and general health and prognosis.
This presentation is a reassessment and expansion of these issues eight years later.
I was, and fundamentally still am, fascinated by how the nature and timing of
individual life events interact with historical, social, and cultural change.
Emerging Generational Differences in Disability Research
One type of analysis would be to take a relatively strict developmental approach
based on absolute, actual age, one that breaks up the life span into segments and
examines attitudes, needs, wants, etc., at different ages. This method looks for
variables that seem to follow a general repetitive pattern with each new generation.
This is basically anhistoric. It assumes culture as a constant and looks for/at the
human universals. Can we generalize at all solely on the basis of age? We know that
two sixty year old individuals with similar disabilities can be radically different.
How are they the same?
,

Looking at history, we know that, right now, there are no precedents for the numbers
and variety of people with severe disabilities surviving into old age. We know that
the Independent Living movement has no historical precedent. Maybe we should
think of the changes we see and those we promote as representing a revolutionary
generation, a paradigmatic shift. This approach would "grandfather" in those people
who were born or who acquired disabilities before or after certain major historical
dates. Does this imply that after this group of "grandfathers" is gone, so, too, perhaps
is the need for the services based on the old paradigm? Certainly there are events
such as the passage of Section 504 in 1973 that mark history (Dejong, 1983), but the
trickle-down to Ordinary Lives (Zola, 1982a) to fill in the Missing Pieces (Zola, 1982b)
is uneven and never fast enough.
A flexible view that does not discount history and the possibility of very rapid change
would be to look at cohorts defined not by age or historical events alone, but as
generations of thought and acknowledgement of changing needs and visions. This
approach looks at age/disability cohorts as groups having commonalties and
differences both within and between cohorts that change constantly, but not
necessarily unpredictably. This approach would acknowledge the broadest outlines
of human universals expounded by the developmental psychologists, educators, and
fundamentalists wedded to the first approach, but it would not expend any great
effort expanding a view that, denuded of context, leads to service applications that can
be dangerous! y homogeneous.
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A balanced view must also look at the reality of the paradigmatic shift. How clear
is it? We could safely say that the Independent Living paradigm is currently in the
process of changing, and it will take time for its impact to be felt. We are moving
from dependence to independence to interdependence. We can define cohorts that are
based both on biological age and on generations of thought. Age at onset of
disability, for example, may be a key factor, along with time elapsed since onset,
education, contact with other people who have disabilities, geography, etc., in placing
someone in a generation of thought cohort. Thus, no single line divides past from
future, and models can accommodate rapid change. A generation in thought appears
to be no more than ten years at present.
Identity, Choice, Diversity, and Interdependence in the Context of Rapid Change
Understanding and constructively directing the impact of rapid change on the
disability community and that emanating from the disability community is a goal of
research and advocacy. To do so requires asking questions of individuals that involve
identity, motivation ,. attitudes, differential experience, personal history, etc. The
demographic ch.uaderistics of age, gender, ethnicity, family configuration, and
behavioral or life experience characteristics, such as access to role models who have
disabilities, personal contact with disability, and cultural values about disability, are
all aspects of a view of disability in context that can be well profiled by using an
Ethnographic and Life Course framework.
Gender, race, disability, etc., are very important nested sets of personal identity, ones
which are very hard to peel apart. For example, in most early disability rights
activists' years of thinking about the Independent Living movement, there was an
embrace of Caucasian American and class-based cultural philosophy favoring
individual independence, a philosophy that is not universal either across cultures in
general, or across American ethnic subcultures. Furthermore, independence is not
universally defined.
This attitude is now being adjusted with terms like "diversity" instead of minority,
and "interdependence" instead of independence. Although we once fought for
accommodation, we now promote "universal design." This is not to say that the words
minority, independence, or accommodation have gone the way of "handicapped."
These changes in language are an attempt to be more precise. They reflect a
consciousness of the rich value of diversity, which demands allowance for multiple
identities, choices, and interdependence to survive.
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Throughout the development and analysis of the Independent Living movement, the
theoretical similarity to ethnic and minority group theory has been "good to think,"
as the French structuralists would say. This line of thinking causes us to ask what
are the effects of immigration and acculturation on disability. Looking at Life Course
factors such as age at onset and length of time since onset are not dissimilar to social
science views of immigration and acculturation.
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We have our own version of the Prime Directive. A goal is to build theory and
research programs that are culturally and sub-culturally relative, without losing utility
to legislative and regulatory applications that demand varying levels of generalization.
Everyone agrees that services ought to be "culturally appropriate," and most people
agree that, if the provider is of the consumer's culture, that will help. However, few
people know what a culturally appropriate service looks like. For example, the
practice of vendorizing traditional healers in a Native American reservation Project
The material, organizational,
130 rehabilitation system is probably not suffidenl
temporal, and programmatic content may need to be different. A "culturally
appropriate" approach would also need to allow for choices appropriate to
communities and individuals with varying levels of acculturation.
If we as theorists, researchers, and activists want to work with underserved
populations and feel that we have opportunities to share, we must first ask which
ones. All? The worst off? The ones we least understand? The ones we best
understand? The ones we think could best benefit from our expertise? The ones that
ask for our expertise? The ones mandated by our funding?
If we ask what aspects of our mainline consumer-controlled, adult, white, urban,
physically disabled service models can best be introduced to more populations, we
certainly need to know about minorities and diversity, but let us not forget our debt
to the women's movement. I think we need to know more about how the personal
is connected to the political. What would make the difference?
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Current Findings on Project PRISM:
A National Collaborative Study on the Early Development
of Children with Visual Impairments
Kay Alleyn Ferrell, Ph.D.
University of Northern Colorado

Sally

J. Deitz, Ph.D.

New York Institute for Special Education
There are an estimated 19,000young children with visual impairments in this country
today. Visual impairments, both in isolation and secondary to other disabilities, occur
at an estimated incidence rate of 3,000 per year. Children with visual impairments are
found in nearly all early intervention programs. Practitioners and families who work
with these children seek answers regarding the impact that visual impairment can
have on the child's growth, and how best to promote the child's development. This
paper will address those questions.
The authors are the Principal Investigator and the Project Director for Project PRISM,
a five-year longitudinal study funded by the U.S. Department of Education, Research
in Education of Individuals with Disabilities Program. This paper will present project
findings to date regarding (1) the development of children with visual impairments
(including a review of literature in the field, results of the pilot study conducted by
the research team, and findings at the middle of the second of five years of the
current longitudinal study), and (2) family and service variables which predict these
outcomes.
Project PRISM is unique as a model of large-scale research with a low-incidence
population. It is a collaborative effort of teacher educators who have designed and
who direct ·the project, program administrators who cooperate at each of the seven
sites by giving their program staff time and expertise, early intervention practitioners
who are trained to conduct the assessment battery at eight data points in each infant's
life, and families who agree to be followed over a five-year span to contribute to the
research project goals.
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Previous studies of the development of children with visual impairments have been
limited by small and homogeneous samples, exclusion of children who had other
disabilities in addition to visual impairment, and inadequate instrument
selection/administration.
These limitations have hindered the conclusions to be
drawn about the population as a whole, and they have not provided solid normative
data on the development of this low-incidence group.
Prior to undertaking this study, the presenters conducted a four-year pilot study in
collaboration with three other colleagues. This pilot study collected data on the
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acquisition of developmental milestones by children under six who have visual
impairments. This pilot study and the collaborative team adopted the acronym
VIIRC, which stands for Visually Impaired Infants Research Consortium.
An
instrument was developed for data collection which could gather both
demographic/medical
information and development patterns.
Twenty-one
developmental milestones were selected on the basis of their inter-rater reliability,
their representativeness across developmental domains, and their distribution across
the birth-to-five age span.
This VIIRC pilot study began in 1987, and it collected data through scripted
parent/caregiver interviews. Information was also collected regarding each subject's
birth and medical history, demographics, and visual diagnoses. The instrument
yielded data on whether each subject had achieved each milestone, and, if achieved,
the age in months at which the subject demonstrated the milestone.

The data collection interview was initially conducted with primary caregivers of 82
subjects in four New York City programs serving this low-incidence population.
However, after the first year, colleagues throughout the country contributed data using
the scripted interview and instrument, so that, by the end of the four-year pilot study,
314 children were subjects in the research.
Findings of the VIIRC pilot study indicate that the median age for acquisition of
these milestones by children with visual impairments was at or near the age for4t
typical children. For children diagnosed as having one or more secondary disabling
conditions, however, the probability of developmental delay was higher, and there
was decreased overlap with typical norms.
The pilot study contained several limitations which hinder generalizability of the
findings to the larger population of children with visual impairments.
These
limitations include possible inaccuracy of parent/caregiver recall in reporting ages of
milestone acquisition, possible bias in the scripted interview, lack of uniform data on
visual functioning, possible sample bias in that each subject was receiving early
intervention services, and possible underdiagnosis of secondary disabilities because
of the young age of many subjects. In an effort to correct for some of these
limitations, investigators set out to design a study in which selected individuals were
trained to high reliability to conduct standardized assessments over time across a
variety of domains. This research, which received funding in 1991 from the U.S.
Department of Education's Research in Education of Individuals with Disabilities
Program for a five-year period, is called Project PRISM.
The University of Northern Colorado is conducting this federally-funded longitudinal
study, which examines the rate and sequence of development of children ages birth
to five years who are blind or visually impaired. The study, conducted in seven sites
throughout the country and including over 100 children, explores interactions between
(1) child variables, such as development, demographics, medical/visual status, and
temperament; (2) family variables, such as resources, stress, functioning style, and
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needs; and (3) service variables, such as type and intensity of services, training of
practitioners, and parent satisfaction with services.
To collect data, a battery of assessments are conducted at eight specific ages during
each subject's involvement with the project. The majority of these assessment points
occur prior to 36 months of age. The assessments include tests administered to each
subject by the project-trained individuals, assessments involving family self-reporting,
assessments
reported
by case managers,
and assessments
involving
interviews/observations of caregivers by project personnel
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The dtild measures include assessments of visual acuity, development across all
domains (language, social, fine and gross motor skills, socialization, and self-help),
and adaptive behavior. While the assessment battery differs across the ages of the
infants, each of the eight times of assessment include preselected measures including
the Teller Acuity Cards, the Battelle Developmental Inventory, the ABILITIES Index,
the Toddler Temperament Scale, and the Vineland Scales of Adaptive Behavior.
The family measures are also conducted at each of the eight times, and include
measures such as the Parenting Stress Index, the Family Functioning Style Scale, the
Support Functions Scale, a project-designed Family Demographics Questionnaire, and
the HOME measure of each child's home environment.
The service measures are project-designed questionnaires of intensity and perceptions
of services. These forms are completed by the site evaluators, the parents, and the
primary interventionist/case manager.
Seven agencies throughout the country which provide early intervention for children
who are visually impaired are participating in Project PRISM. Agencies were selected
to provide a balance of rural/urban, public/private, and center-based/home-based
services. These seven agencies are as follows:
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1)

The Foundation for Blind Children in Phoenix, Arizona

2)

The New Mexico School for the Visually Handicapped Preschool in
Albuquerque, New Mexico

3)

The Anchor Center for Blind Otlldren in Denver, Colorado

4)

Visually Impaired Preschool Services in Louisville and Lexington,
Kentucky

5)

Dallas Services for Visually Impaired Children in Dallas and Fort Worth,
Texas
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6)

The Blind Children's Center in Los Angeles, California, and

7)

The Perkins School for the Blind in Watertown, Massachusetts.

I

The last two sites are included as a result of supplemental funding provided by the
Hilton/Perkins Project, based at Perkins School for the Blind in Watertown,
Massachusetts.

f
Each year from two to four teachers from each of the seven sites are brought together
for a week of training on each of the selected instruments. Training, using both
demonstration and videotape, is conducted by project staff to assure outcome interrater reliabilities over .90. After training, the site evaluators return to their programs
with the assessment materials provided by th~ project. The Project PRISM
assessments are then imbedded into the services already being provided for the
children participating in the study and their families. In each program a site director
oversees the data submission to the University of Northern Colorado. Participating
families receive stipends for completing each assessment battery at the eight data
collection times, and each of the seven sites receives an annual stipend for its efforts.
In the months between training sessions, project staff conduct site visits to each site
evaluator to confirm maintenance of the inter-rater reliability achieved during
training. These site visits also allow opportunities to address concerns of the site
evaluators and to coach them, if necessary, in assessment protocols.
Upon its completion in 1995, the results of Project PRISM-quantitative and
qualitative data on the development of young children who are blind and visually
impaired-will provide original empirical information on developmental patterns
within this heterogeneous population, and will identify predictors of developmental
outcomes. This information will assist both families and service providers in defining
best practice and in assuring optimum development of children in the future.
In summary~ this paper described the preliminary research findings as of the middle
of the second year of this five-year study, addressing overall research questions of
(1) whether the early development of children with visual handicaps differs from that
of sighted children, and (2) if so, what variables predict these differences.
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The Voice of Debate:
The Little Papers of Deaf Residential Schools
and Sign Language vs. Oralism in the late 1800's
Beth Haller, Ph.D. Candidate
Temple University
The American deaf community has been set apart by communication barriers with the
larger hearing population, but similar to other diverse communities, it has created its
own form of written communication to disseminate information within its community
and to the outside world. Beginning in 1849, residential schools for deaf children in
each state began establishing their own school newspapers. Together, these are
known as the Litile Paper family.
This study examines how these newspapers acted as a cultural forum for the

American deaf community. The Litile Papers gave students, parents, state officials,
alumni, and other interested persons information about the progress of the school,
and they educated people who were unfamiliar with the deaf community. The Little
Papers allowed discussion and debate on significant issues facing the deaf
community.
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One controversial issue facing the deaf community in the late 1800's was the
continued use of sign language at the residential schools. Proponents of verbal
speech, such as oralist Alexander Graham Bell, pressured schools to change their
teaching methods and to stop using sign language. Many deaf people saw this as a
threat to their culture. Although the oral method might allow some deaf people to
communicate better with hearing people, sign language is the only method that allows
deaf people to communicate with each other. Oralism also threatened the structure
of the residential schools because many deaf teachers would lose their jobs if the oral
method became popular. Edward Miner Gallaudet, the founder of Gallaudet
University in Washington, D.C., fought for the survival of sign language by
advocating a Combined Method in which both sign language and verbal speech were
used in teaching.
This assault on sign language was especially threatening to the developing American
deaf community. Carol Padden and Tom Humphries (1988), scholars on the deaf
community, explain that, although deaf persons have many shared experiences and
cultural heritage to draw them together, the true binder within the culture is sign
language. The Little Papers allowed deaf students, alumni, and other interested
readers a means by which to be informed about these issues crucial to the survival of
the deaf community.
The Little Papers are also significant as a form of alternative news media in U.S. press
history. A press run by an isolated group such as the deaf community fits with other
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forms of dissident and disenfranchised media. The deaf community was isolated both
linguistically and socially. Unlike those belonging to an immigrant group, rarely
would members of the deaf community acquire the verbal language of the hearing
majority. Most of the hearing majority also viewed deaf persons as defective because
of their lack of beanng This affected interaction between the two groups. ''Deaf
Americans resemble blacks and other minorities in many respects, one of which is
their desire to free themselves from the limitations imposed on them by the majority,"
according to John Van Oeve and Barry Crouch (1989, p. 60), historians of the deaf
community.
Media historian Lauren Kessler (1984)explains how minority groups fit into the U.S.
media's marketplace of ideas. The goal, based on the democratic form of government,
is that all ideas have the right to be presented in a public forum. This marketplace
should reflect the diversity of U.S. society. However, the mainstream media may
neglect alternative ideas or deny access to minority groups.

f
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This exclusion from or misrepresentation in the mainstream media takes several
forms. The form that could have applied to deaf people is the "ridicule, insult, and
stereotyping of the group and its ideas rather than discussion, explanation, and
debate" (Kessler, 1984,p. 14). Thus, dissident groups create their own marketplace of
ideas outside the mainstream press. In this way, the U.S. marketplace of ideas
expands to encompass all forms of the press, not just those of the mainstream.
Creating their own forum for their ideas had a double significance for deaf persons
as well as for many other disenfranchised groups. It made the deaf community
stronger, and it helped them to fight against their oppression by the hearing majority.
As an oppressed people, the deaf community had to have a means by which to discuss
issues related to them. They also had to have a forum to editorialize their opinions,
especially on topics as significant as the debate over sign language and oralism.
This study :uses the Little Papers as primary sources to investigate the content and
format of newspapers of deaf residential schools in an effort to discern some of the
uses of this press in the late 19th century. Because the debate about sign language
and oralism became most heated after 1880, several residential school newspapers
available before 1900 took on prominence in this research. They are the Mute's
Chronicle of Columbus, Ohio; the Mute's Companion of Faribault, Minnesota; The
Deaf Mute Optic of Little Rock, Arkansas; the Deaf Mute Voice of Jackson,
Mississippi; and the Wisconsin Times of Delavan, Wisconsin. These sources are
available at the Gallaudet University Library, which has most of the Little Papers on
microfilm, and archives that contain much historical documentation on the early deaf
residential schools.
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Background to the Study
The federal government of Canada has funded a three-year study on "educational
barriers to professional careers for persons with a disability." This study was
originally designed to be, and continues to be, a collaboration between a group of
non-disabled iesearchers based in Toronto universities, and several community groups
representing consumers who have disabilities.
In this paper we report the
preliminary results of Phase One of this study, and we indicate future directions for
this research.
In the first phase of this study, we reviewed the relevant literature, held focus groups
on barriers to employment in general for persons with disabilities, contacted
professional associations, and conducted a set of interviews with persons with
disabilities who were already in professional careers. For the purposes of this paper,
we will only describe the emerging themes from the retrospective interviews.
Results of Retrospective Interviews

(
l

Persons with disabilities who currently have been successful in professional careers
were interviewed in order to identify the barriers they had both experienced and
overcome in reaching their present positions. This information is being used to
design the survey instruments and interview protocols for Phase Two of the study,
in which we are examining specific barriers to professional careers for persons with
disabilities at the high school and university levels. In order to be interviewed,
subjects had to meet the following criteria: 1) subjects must have had a visible
disability or one requiring visible accommodations (such as signing); 2) this disability
must have occurred before or during the early part of their professional training; 3)
the subjects must have had post-secondary diplomas or degrees related to their chosen
professions; 4) the subjects must have worked for at least two years in their chosen
professions; and 5) the subjects' professions must have been identifiable by a
professional association or organization, or listed as professions in the Dictionary of
Occupational Titles.
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The following themes emerged from a review of interviews with 18 persons with
disabilities who were aheady working in professional careers. First, the successful
professionals we interviewed generally reported that very supportive families were
a major factor in their success. In some instances, the presence of a mentor with a
disability had been an important factor in the decision to pursue a professional career.
In some, but not all, cases, the person had followed the career of the mentor.
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The confidence of a non-disabled person in the abilities of the person with a
disability may have also played a key role in encouraging individuals to pursue
professional careers. Supportive non-disabled persons were usually parents or close
friends. Some men reported having been helped by women (usually girlfriends).
Women, however, did not mention having been helped by boy&iends.
All
interviewees indicated that they had been helped by their mothers; a few mentioned
their fathers.
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Most respondents reported that they had considered only a narrow range of careers.
Several mentioned that they thought of entering a particular career but had been
talked out of it by others, usually by people who did not have disabilities. One
person who is blind said that there were only three choices of work-making brooms,
working in a typing pool, or becoming a social worker; other choices were either not
considered or considered unrealistic.

[
One of the surprising results of the study is that guidance counsellors were rarely
mentioned as significant influences in the subjects' career choices. One person felt
that guidance counsellors had very limited expectations and, therefore, did not help
students to explore a wide range of choices.
Many of the respondents in this study are employed in the helping professions (e.g.,
social worker, physiotherapist, art therapist), and more often than not they work with
people with disabilities. At this stage, it is not clear if this is a sampling effect or if
it genuinely reflects the professional career patterns of most people with disabilities.
While it is possible to find persons with disabilities in careers other than the helping
professions, they had often acquired disabilities after completing professional
training.
In the years that many of these professionals were part of the educational system,
there was little recognition of the need to provide systemic accommodation. Many
respondents reported that there were few formal adaptations when they attended
university-often there were architectural barriers. Lack of access to washroom
facilities, in particular, was mentioned by several respondents.
People had often had to arrange their own adaptations on an individual basis,
approaching each professor and making arrangements.
Overwhelmingly, these
approaches were positively received; professors were willing to be very flexible.
However, the onus for suggesting adaptations and modifications had clearly been the
student's responsibility. Few respondents expressed great concern with this. Most
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seemed to accept that it was up to them, that one cannot expect others to go out of
their way to accommodate.
The experience of attending a university was not the same as the typical pattern for
non-disabled students. Respondents often encountered few other students with
disabilities in their own programs. It sometimes took longer for them to complete a
program-some students took summer courses to compensate for this. This, and
factors associated with having disabilities, were barriers to getting summer
employmenl
Those who attended segregated programs in high school often reported that they did
not receive a very good education and that some academic areas were very poorly
taughL These respondents also felt that their educational segregation had hurt them
socially, as there were few opportunities for customary teen-age behaviour, such as
dating. Often, they did not develop relationships with people in their own
community. As a result, a number of respondents reported having been quite socially
isolated in high school or university.
Some respondents suggested that it had been harder to get accepted as a professional
or as a student in professional training. They contended that they had had to prove
themselves in ways that other students did not have to. One person said that she was
the only person who was interviewed by the dean, a step which was not part of the
usual admission process. Another student reported speaking many years later with
a professor who indicated that she had been watched very closely because the faculty
did not think she would be able to succeed in the program. On the other hand, one
respondent noted that he was accepted into a social work program during the
International Year of the Disabled Person, and he suggested that his disability had
helped him to be accepted into the program. As well, one deaf respondent suggested
that segregated education is important for deaf students because it provides an
opportunity to master ASL. This person also felt that segregated education has social
advantages _for persons who are deaf.
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The experiences of those who acquired disabilities later in life seemed to be different.
In these instances, the disability was seen as a temporary roadblock in terms of
establishing a career, and people struggled to get back on track; they may have
continued with previously chosen careers, if there was supporL In some cases, the
accident/illness which had led to the disability seemed to focus the person's attention
on the need to get an education. When the disability had resulted from an accident
or illness, schooling had often been interrupted for a considerable period of timethree years in one case, six years in another.
Some respondents suggested that, while at an instructional level people had been
willing to accommodate their disabilities, at another level the issue of disability had
been largely ignored. For example, for those in social work, the topic of disability
was never discussed within the social work curriculum; the students were not
encouraged to share their life experiences as a individuals with disabilities. However,
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despite some negative reactions from professors or students, most perceived
themselves to have been well treated overall.
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Vocational Rehabilitation was mentioned positively by several people, primarily as
a source of funding for schooling, attendants, and/or transportation. However, it was
generally spoken of negatively in terms of encouraging one to pursue a professional
career. One person indicated that he had approached Vocational Rehabilitation about
funding a graduate social work program, but his request was refused. Another person
commented that Vocational Rehabilitation had been very discouraging: 'Their belief
in you just wasn't there." He suggested, 'They want to choose a career for you."
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Professionals encountered in one's life were mentioned as being both helpful and
unhelpful. These professionals included professors, doctors, and counsellors. Little
generalization can be made here, except to say that the reactions of professionals to
having persons with disabilities in their professions was mixed. As we have noted
previously, most professional bodies have not addressed the issue of accessibility to
their professions for persons with disabilities.
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In conclusion, these retrospective interviews have been helpful in planning and
designing the next stages of this study. In Phase Two, we hope to interview both
students with disabilities and faculty at university and high school levels. In the end,
we expect to be able to pinpoint more accurately why there are so few persons with
disabilities in professional careers.

f

Author Notes
Gary Woodill, Ed.D., School of Early Childhood Education, Ryerson Polytechnic
Univerity, 350 Victoria Street, Toronto, Ontario, M5B 2K3, Canada.
Judith Sandys, Ph.D., Ryerson Polytechnic University, 350 Victoria Street, Toronto,
Ontario, MSB 2K3, Canada.

f
Naz Husain, M.Ed., Centre for Independent Living in Toronto, 205 Richmond Street,
W., Suite 605, Toronto, Ontario, MSV 1V3, Canada.

!
r
f

98

Integrity and Life Satisfaction among Deaf Elderly Women
M. Polly Easley, M.S.W.1
Gallaudet University
Introduction
Although increasing numbers of deaf persons are entering later adulthood, little is
known about their experiences during the final stages of life. Numerous studies have
been conducted on aging and hearing loss in later life (Beattie, 1976; Cha.fee, 1969;
Glass, 1985; Kaplan; 1988; Orlans, 1985; Pray, 1992; Weinstein & Ventry, 1975).
However, only a few studies have focused on the needs of those who were born
prelingually deaf or those who lost their hearing early in life and are now aged
(Becker, 1980; Schlesinger & Meadow, 1972; Wax, 1983). Somewhat curiously,
Schlesinger and Meadow (1972) hypothesized, "it could be that deafness in old age
is even more devastating or alternatively the deaf might be better equipped by a life
of deprivation to adjust to the added handicap" (p. 29, emphasis added). Schlesinger
and Meadow did not examine deaf persons' experiences with the aging process in
later life.
The present study borrows from the developmental model presented by Erikson (1950)
in his work Childhood and Society. None of the previous research includes
discussions about the experiences of deaf elderly persons adapting to old age and the
extent to which they have achieved integrity, life satisfaction, or despair. The
purposes of this study are to explore whether ten deaf elderly women experienced
integrity in their lives and, if so, to what extent; to examine the relationships between
the number of life satisfaction contributors and the degree to which the ten women
experienced integrity; and to make recommendations for further research based on the
results of this research.
Methodological Approach of the Study
Using Strauss and Corbin's (1990) grounded theory approach, qualitative
semistructured research interviews were conducted utilizing Kaufman's (1987)
"interview guide," with modifications, and Fischer's (1991) ''life history interviewing
technique" to encourage reminiscing.
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The ten participants in this study were women recruited through the Gallaudet
University Alumni Office. All were deaf women over 60 years of age who lived
within the Washington, D.C, metropolitan area. Five were widowed, and five were

Special recognition is given to Dr. Sharon Barnartt, Chair and Professor of Sociology,
and Dr. Jane Hurst, Professor of Religion, both at Gallaudet University, for their
ongoing encouragement and support throughout this research study.
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still married. The participants ranged in age from 63 to 89. Each of the participants
had graduated from or had attended Gallaudet University between the years 1918 and
1945, a time at which women in general were just beginning to find their place in
education. These women survived their childhood and early adult years without any
Assistive Listening Devices (ALDs) or TDDs (Telecommunication Devices for the
Deaf). These are women who had walked miles to see if a friend was home or to
make an appointment with a doctor. They depended on lipreading as their major
form of communication with the hearing world because sign language interpreters
were rare. For them, the thought of standing up for their rights to equal access was
a threat to the few jobs that deaf people were allowed to have, primarily teaching and
printing.
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Procedures
Videotaped semi-structured interviews were conducted in American Sign Language
or Signed English (depending on the participant's preference); each interview lasted
one to two hours. Nine participants were interviewed in a video-recording studio on
the university campus. One was interviewed at her home utilizing a portable
videocamera. The interview was designed to encourage the participants to "reminisce
through the life review process." Questions addressed the participant's background,
how she perceived herself, how deafness affected the aging process, how, in tum, the
aging process affected her as a deaf woman, and the best and the most difficult things
about being deaf and about growing older. The interview also included a question
about the kinds of things they tended to save and those they tended to get rid of.
One question asked the participants what advice they would give to the younger deaf
generation. Another question addressed whether or not they considered themselves
to be transmitters of deaf culture.
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Results
To assess w_herethe participants were at with respect to Erikson's (1950) eighth stage
of "integrity versus despair," each interviewee was categorized according to the degree
to which she experienced five integrity-achieving qualities: 1) reminiscence; 2) flavor:
positive/negative; 3) acceptance of life; 4) personal meaning--a sense of purpose that
made her feel worthy of being; and 5) coping ability with deafness. The results
support Walasky, Whitbourne, and Nehrke's (1983) finding that integrity statuses
represent a continuum from the "integrity achieving" type to the "despairing" type,
rather than a dichotomy between integrity and despair. Of the ten participants listed
in Table I, four (#3, #6, #7, #8) were classified as integrity achievers (one widowed
woman and three married women). Five (#1, #2, #4, #5, #9) presented themselves to
be more the "mixed" type. One participant (#10) revealed despairing qualities.
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TABLE I. ASSESSMENT OF VARIATIONS WITHIN INTEGRITY ACHIEVING
INDICATORS
PARTICIPANTS
INTEGRITY
ACHIEVING
INDICATORS

1

2

3

4

5

6

7

8

9

10

Reminiscence

B

A

A

A

A

A

A

A

B

c

Flavor: Positive

B

c

A

c

B

A

A

A

A

A

Accepts life

B

B

A

B

A

A

A

A

A

Personal meaning

B

A

A

B

A

A

A

A

A

c
c

Deafness/cope

A

A

A

A

B

A

A

A

A

A

Coding: A=high/strong
B=medium/mixed
C=low/weak

l

Table II was designed using Flanagan's (1980) 15 areas of experience that influence
life satisfaction. The four integrity achieving participants revealed greater numbers
of life satisfaction indicators than did the mixed or despairing participants. The
integrity achieving group had 13 to 15 areas of experience that contributed to life
satisfaction, while the mixed and despairing group had 8 to 13 areas of experience that
contributed to life satisfaction.

l

Discussion and Conclusions

1

This study · found that, among the women interviewed, the hardest thing about
becoming older was losing one's long-term deaf friends, that the most positive was
being free from societal demands and acquiring personal meaning in life based on
one's past experiences, and that the most difficult experiences with their deafness had
occurred when they were children and teenagers. The most positive things about
being deaf were having met their loved ones through the deaf subculture, and getting
an education during a time when it was financially difficult for most people in
general to do so.

{
l

It is clear from this study that it is possible for a person with a life-long disability,
such as deafness, to achieve integrity in later life. The integrity achievers worked out
their childhood difficulties and achieved a positive view of the hearing world and of
hearing people in general. They were able to recognize and accept that they were not
respected by the younger deaf generation.

l
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TABLE II. NUMBER OF LIFE SATISFACl10N CONTIUBtrrORS BY PARTIOPANI'
LIFE SATISFACI10N
CONTRIBUTORS

l

2

3

y
y

3. marital

y

4. parenthood

y

5.ttlmonships
(family, etc.)

y

6. friendships

y

L fimncW aeauity

2. balth &

penmwufety

7. altruism

8.politial

•

PARTICIPANTS
4

5

6

7

8

9

10

y

y

y

y

y

y

y

8

y

y

y

y

y

y

y

y

9

y

y

y

y

y

y

y

y

y

9

y

y

y

y

y

y

y

y

9

y

y

y

y

y

y

y

y

y

10

y

y

y

y

y

y

y

y

9

y

y

y

y

y

y

y

y

9

y

y

y

y

y

y

y

y

y

y

y

y

y

y

y

y

involvement

9.intellectual development

y

y

10.penonal undentanding/
pb.nning for future

11.occupmonaJ role/ volunteers

y

12. creativity & penonaJ
expression

y

14. pusive leisure activities

y

y

15. active in recreational
activities
9

Coding: Y = Yes

y

y

y

y

y

13. socializing
y

y

8

y

y

y

6
6

y

y

9
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y

y

y

y

y

8

y

y

y

y

y

y

y

y

10

y

y

y

y

y

5

14

10

15

12

13

• Total by # of life satisfaction contributors

Social workers working with deaf elderly persons will probably find application of
the strengths 2 perspective an appropriate practice and intervention tool. Emphasis

2

(

y

y

14

1

9

y

13

f

2

y

10
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Saleebey (1992)notes that the "strengths perspective is not a model or a paradigm or
a theory at this point It is a collation of principles, ideas, and techniques, some of
which are contradictory, others of which are still developing ...The importance and
usefulness of any interpretation (the experiences of predictions and clients and
assumptions, ethics, and a discipline) lies not in some independent measure of its
truth, but in how well it serves us in our work with people, how it sustains our values,
and how it generates opportunities for clients (and their environments) to change
positively ... empowering them rather than devaluing what they can be and do (pp.
7-8, emphasis added).
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on developing areas of experience that influence life satisfaction and/or individual
strengths to compensate for the negative aspects of deafness and of aging, for
example, could promote healthy opportunities for social and personal growth and
satisfaction, as the integrity achievers of this study demonstrate.
Those who are not quite at the stage of "integrity" are perhaps the ones who would
most benefit from life review therapy, so that they might be able to work out "old
stuff'' and establish a personal meaning in life. More research is needed to further
amplify the findings in this study and to better understand the means by which some
people are able to compensate for the absence of their sense of hearing and others are
noL
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Section IV

l\feasureD\entlssues
Each meeting of the Society for Disability Studies has included papers related to
issues of measurement
The papers in this chapter represent ongoing research
designed to assess attitudes toward and knowledge about disability, as well as
information on how various programs, laws, and groups define and operationalize
disability.
uch research also raises questions about the nature of disabilities and
power, and the bases for determining formal and informal supports.
In the first paper, "Methodological Issues in the Definition and Measurement of
Functional Limitations and Disabilities," Susan Queen illustrates some of the
difficulties researchers and policymakers face in trying to determine current and
future needs for services. As Queen demonstrates, determinations of disability can
vary within as well as between data sets, depending on what operational definitions
analysts use. Consistent with the papers in Section III of this volume, Queen
emphasizes the importance of life history characteristics, particularly age.
Gloria Simpson's paper, "Determining Childhood Disability and Special Needs
Children in the 1994-95 NHIS Survey on Disability," also addresses age as a critical
variable. Simpson reiterates that different definitions of disability may yield
different results and that researchers should be aware of the possible implications of
the definition(s) they use. As did Nattress (in Section II), Simpson explicitly
discusses the methodological problems involved in trying to locate representative
study samples.

I
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The third and fourth papers address the measurement of knowledge about and
attitudes to~ard people with disabilities. In "Construction and Validation of the
Error-Choice Test of Knowledge about Epilepsy," Richard Antonak and Hanoch
Livneh present results of ongoing research on the "error-choice test method" as a
reliable and valid means of assessing attitudes. They have used this method in
developing an instrument entitled ''Test of Knowledge About Epilepsy (KAE)." Their
paper describes the initial development and testing of the KAE. Antonak and Livneh
note that continued refinement of the KAE will require the inclusion of other
variables, among them, sociodemographic factors.
Similar to Antonak and Livneh, Elaine Makas reports on the continued refinement of
a measure of attitudes toward people with disabilities. Makas' paper, "MIDS-Life
Changes: The Updating of the Modified Issues in Disability Scale," represents her
fifth annual presentation to the Society for Disability Studies on her ongoing research
involving the MIDS. The MIDS differs from similar measures in that it is based on
standards set by a large group of people who have disabilities themselves (Makas,
1991). In this paper, Makas describes the 1993 updating of the MIDS to produce a
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revision reflective of current attitudes. She focuses her discussion on differences
found between the standards set by people with disabilities in 1985 (when the
original MIDS was constructed) and the standards set in 1993. She also addresses
changes in the attitudes toward people with disabilities expressed by nondisabled
students from 1985 to 1993.

f
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Robin Brandt's work highlights another measurement issue, program evaluation. In
"Consumers and Vocational Rehabilitation Services," Brandt desaibes the history of
evaluation of vocational rehabilitation in Hawai'i. Specifically, Brandt analyzes the
usefulness of two surveys designed to assess service delivery and benefit retention.
Brandt addresses changes made in the second survey based on evaluations of the
content and the methods used for sampling in the first survey. As part of an
evaluation process, such data can and should be used to plan future services. Brandt,
acknowledging Zola (1989),notes: ''If the system is not proactive, it cannot assist in
the success of persons with disabilities, however disability is defined."
In this section's final paper, Peggy McDonough addresses "Women and Work
Disability." Using data from the 1986 Statistics Canada Health and Activity
Limitation Survey (HALS), McDonough focuses on the many roles women play, and
the interactions between "multiple roles" and the experiencing of work disability. She
found that relationships between multiple roles and work disability varied by age,
education, and family status. McDonough's work provides a useful link between
Hahn's paper on stigmatization (in Section I) and the papers on employment-related
legislation in Section V. She notes: ''The relative invisibility of individuals in the
work force who have disabilities helps to create the social expectation that disabling
conditions are synonymous with withdrawal from work. . . . Moreover, the threat of
stigma ... may discourage some women, particularly those with visible disabilities,
from seeking positions." In order to reduce work disability, we must analyze ways
in which personal and social factors interact. Women with disabilities, for example,
confront the realities of sexism as well as ableism.
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Methodological Issues in the Definition and Measurement
of Functional Limitations and Disabilities
Susan G. Queen, Ph.D.
National Center for Health Statistics

I
[

(

l

l
l

I
l

Estimates of the number of individuals in the United States with a disability or
functional limitation vary substantially depending on the definition and measurement
used.
Most
pulation estimates come from survey data that do not have
standardized methods for collecting
ation on disabilities. While these differing
methods may produce varied es ·
for individuals with disabilities, they do not
necessarily signify contradictory results. The methods often differ in the extent or
severity with which a disability is conceptualized and measured (Corder• Manton,
1991; Haber, 1967; McDowell & Newell, 1987). The most common measures focus on
activity limitations and functional limitations, and they tend to undercount cognitive
impairments. It has been suggested that there is no exact or correct estimate of
individuals with disabilities because such a status is conceptually multidimensional
and interactive, making a fixed estimate misleading (Zola, 1993).
Measures of disability for working age persons usually include ability to perform
work activities or degree of difficulty in activities (Queen, 1991). Common measures
for the elderly, such as Activities of Daily Living (AOL), have been used for
predicting hospital service use, admission to nursing homes, and mortality. However,
even frequently used measures such as ADLs may produce substantially different
estimates in prevalence of disabilities across surveys (Weiner, Hanley, Oark, & Van
Nostrand, 1990). When estimates from survey instruments are used for program or
policy purposes, it becomes critical for such estimates to be based upon clear and
consistent concepts and definitions.
Given that survey data on disabilities are often used to make estimates of the need
for long term care and to predict utilization of nursing homes and other health care
facilities, the need for standardized measures is critical. Inconsistent and unclear
measures of disability may lead to misleading statistics for policy makers. This paper
will examine the variability in estimates of individuals with functional limitations
from data collected for the National Center for Health Statistics in the 1986 National
Mortality Followback Survey (NMFS). This data set has been analyzed on a number
of occasions to describe individuals with disabilities and to predict quality of life and
need for care in the last year of life (Kemper & Murtaugh, 1991; Lentzner, Pamuk,
Rhodenhiser, Rothenberg, & Powell-Griner, 1992; Seeman, 1992).
Data from the 1986 NMFS were examined to demonstrate the variability in estimates
of individuals with disabilities resulting from inconsistent concepts and operational
definitions.
The 1986 NMFS provided supplemental information from death
certificates in the vital statistics file with information on detailed characteristics of the
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decedent. This information included socioeconomic status, health risk behaviors,
aspects of life style, utilization of health services during the last year of life, and other
factors that may be related to how and when death occurs. Supplemental information
was obtained from informants listed on death certificates filed in State and
independent registration areas. The NMFS sampled 18,733 death certificates for
individuals 25 years of age and older who died in the United States in 1986.
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Measures of limitations from the 1986 NMFS include activities of daily living,
duration for each AOL, several questions on cognitive functioning, and need for
institutionalization.
The activities of daily living that were measured are eating,
bathing, dressing, toileting, and transferring.
Because the above measures of
disability are restricted to physical and cognitive functioning, the following issues
cannot be addressed: self perception and self identification of disabilities; minority
group status; discrimination; and the meaning of limitations within a social
environment.
This paper examines differences in the number of decedents with functional
limitations among five types of conceptualization of functional limitation. The
operational definitions for the five types of measures range from a simple definition,
the presence of any AOL in the last year of life, to the complex, having three or more
AOLs for a duration of three or more months, as well as difficulty in cognitive
functioning. The framework for the five types of functional limitations is as follows:
Type 1: Presence of any AOL

r
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Type 2: Having 3 or more AOLs
Type 3: Having 5 AOLs
Type 4: Having 3 or more AOLs for 3 or more months

l

Type 5: Having 3 or more ADLs for 3 or more months along with problems
in cognitive functioning

/

This research consisted of examining the overall distribution of limitations when
using the above five operational definitions, and discussing the relationship of other
variables to these various measures. The findings are summarized briefly below.
The overall distribution of these five types of operational definitions for functional
limitations showed great variation depending on which measures were used. The
most lenient definition, the presence of any of the five ADLs results in the greatest
number of decedents with a functional limitation, approximately 63%. Type 2 results
in 51% of the decedents having a limitation; type 3 results in 39%; and type 4 results
in 28%. The most stringent definition, having three or more ADLs for three or more
months and having problems in cognitive functioning, results in about 16% of the
decedents having a limitation. What is immediately apparent is the need for
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researchers to consider the substantial variation in the number of individuals that are
found to have a limitation when different definitions and measures are used. This
is not to suggest that individuals who have difficulty with a single AOL do not
require assistance, but to recommend that caution be exercised in using such simple
measures for program or policy purposes.
The five operational definitions listed above were aosstabulated with a number of
variables: marital status, gender, race, age, and duration of nursing home care. For
marital status, gender, and race, there was little variation in the number of decedents
with a limitation using the various definitions. For age and duration of nursing home
care, however, there were differences based upon which definition was used.
[
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Age is a critical variable in any examination of functional limitations. Overall, it is
the elderly that experience functional limitations, regardless of which operational
definition is used to measure the limitation. For all five types, less than 3% of the
decedents in the youngest age categories, 25 to 44 years old, experienced a functional
limitation in the last year of life. The percentage of decedents aged 45 to 64 with a
limitation ranged from almost 16% for type 1, the most lenient definition, to only 5%
using the most stringent definition. There was a marked difference by type of
definition in the oldest age categories, which were grouped as follows: 65 to 74 years,
75 to 84 years, and 85 years and older. The three types of definition of limitation
which rely solely upon ADLs have similar distributions among the three oldest age
categories, with about 22% of decedents aged 65 to 74, 31% of those aged 75 to 84, and
approximately 29% of those aged 85 and older having a limitation.
When the
definition becomes more stringent, requiring a longer duration for having the ADLs
or difficulty in cognitive functioning, the distribution changes dramatically. The
distribution for the most stringent definition is strongly skewed toward the two
oldest age categories, 75 to 84, and 85 years and older, with 48% of the decedents aged
85 and above being defined as limited.
Duration of .nursing home care varied depending upon which measures were used to
define a limitation. A dichotomous variable for duration of nursing home care by the
five types of definitions for limitation was examined. Duration of care was split into
two categories: less than six months during the last year of life, and six or more
months during the last year of life. The results of crossing duration of care with the
five types of limitations showed that the most lenient definition is associated with a
shorter duration of nursing home care. Almost 67% of decedents who had any AOL
reported a nursing home stay of less than six months. The reverse is true when
applying the most stringent definition of a limitation. Almost 67% of those who had
three or more ADLs for three or more months and who had difficulty in cognitive
functioning had nursing home stays of six or mm months in the last year of life.
A major limitation of this data set is that it is comprised entirely of decedents, and
it is expected that individuals might experience greater degrees of difficulty and
limitation in the last year of life. Given this fact, however, these data have been used
to predict need for care, and it is important, therefore, to examine what variations
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exist, and to consider which measures are most appropriate in making such
predictions. If the purpose of the research is to predict need for nursing home care
or need for assistance or assistive devices, then, perhaps, the use of some simple
measure of physical functioning may be appropriate. What is not appropriate is to
use such measures to make estimates of the population of individuals who have a
disability based upon simple measures of functional ability.
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To put some of these findings in context, consider that estimates of the need and cost
for nursing home care for the elderly are based to some extent upon estimates of the
number of elderly individuals with disabilities.
From this we can see the
implications of determining estimates of the need for care using different types of
operational definitions for functional limitations. Until standardized measures are
consistently used, our ability to accurately predict need for health care services will
be severely restricted. The range of abilities and all possible types of limitations may
be too broad to be adequately defined and operationalized for survey researchers. In
future research it may be necessary to determine certain standardized measures that
are used for very specific purposes, rather than trying to find some set of measures
that will adequately capture all types of limitations and disabilities.
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Determining Childhood Disability and Special Needs Children
in the 1994-95 NHIS Survey on Disability
Gloria Simpson, M.A.
National Center for Health Statistics
Introduction

)
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Assessing the needs of children with disabilities and/or chronic illnesses is crucial for
health planning because these children place heavy demands upon medical and social
services. Adolescents with disabilities have almost six times as many hospital days
as their nondisabled peers (Newacheck, 1986). In 1988 children with chronic
conditions accounted for 7.2 million days of hospitalization (Newacheck & Taylor,
1992). However, we lack adequate data for analyses of this population. One purpose
of the 1994-95National Health Interview Survey on Disability was to collect the data
needed about these children.
Background
In studying this population, the problem has been one of definition. Specifically, for
survey researchers, how does one identify these children? In planning the 1994-95
National Health Survey on Disability (NHIS-D), we at the National Center for Health
Statistics came face to face with this problem. In the NHIS-D, data from an initial
interview will be used to identify children and adults with disabilities who will
receive a followup interview (Simpson, Keer, & Cynamon, 1993). Thus, in the phase
1 interview, we had to determine a technique to identify adults and children with
disabilities.
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In developing the NHIS-D, we considered several definitions. One widely used
definition is that proposed by the World Health Organization, the International
Classification of Impairments, Disabilities, and Handicaps or ICIDH. It identifies
1) Impairment-any
loss or abnormality of psychological,
three concepts:
physiological, or anatomical structure or function; 2) Disability-restriction or lack of
ability to perform any activity in a manner or range considered "normal"; and 3)
Handicap--a disadvantage that limits or prevents fulfillment of a normal role (Bone
& Meltzer, 1989; Brown, 1991).
Another definition is offered by the recent Institute of Medicine (1991) report
Disability in America. It defines disability as the "expression of a physical or mental
limitation in a social context" or "the gap between a person's capabilities and the
demands of the environment" (p. 81). It states that people are not inherently disabled,
but "it is the interaction of their physical or mental limitation with social and
environmental factors that determines whether they have a disability" (p. 81).
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According to this definition, to examine disability, one must examine both the
physical or mental limitation and the environment.

l

These definitions are difficult to operationalize in survey research, and navigating
one's way through them becomes more complicated when studying children. Inherent
difficulties identifying children with disabilities in a household interview include the
following:

f

1. Children are dependent. The amount of time parents or family provide special
assistance or care is hard to measure because, unlike adults, all young children require
supervision and care.

f

2. Rates of physical and emotional development vary by age with wide ranges of what
may be considered "normal." Individual and age differences must be taken into
account when considering physical, communicative, social, or cognitive ability.

3. Parental expectations and perceptions vary considerably. In the NHIS we ask
parents or adult guardians about the child's health. Some parents may not want to
acknowledge that their child has limitations, while others may not understand the
terminology. Some disabilities are not discovered until the child goes to school. We
know that parents respond differently. Black and Hispanic parents are less likely
than white parents to report that their children have developmental delays, learning
disabilities, or emotional problems (Zill & Schoenborn, 1990). Variations in parents'
perceptions affects any child health data collected from the parents, but it may be
more sensitive when a child has a disability.
4. For children, the interest is expanded to include those with chronic illnesses or
special needs. In 1985Title V of the Social Security Program for children was changed
to the Program for Children with Special Health Needs (CSHCN) which recognizes
that all children with a special health care need should have access to appropriate
community _based care. Since research indicates that children with chronic conditions
have many service needs in common with children who have limitations, for policy
and planning purposes all children with special health needs are usually accepted as
a single class (Ireys & Nelson, 1992).

When we consider these factors, traditional methods used to identify children with
disabilities appear inadequate. For example, many surveys in the U. S. utilize the
concept of disability developed by the National Health Interview Survey or NHIS
(Newacheck & Taylor, 1992). In the NIDS, the term disability is defined as "any long
or short term reduction of a person's activity as a result of an acute or chronic
condition." A limitation of activity refers to a long-term reduction in a person's
capacity to perform the average kind or amount of activities associated with his/her
age group. These activities are play, for children under age 5, and attending school,
for children 5-17 years of age. Limitations are classified by four categories: 1) unable
to perform major activity; 2) limited in performance of major activity; 3) limited in
other activities; and 4) not limited in any way (Adams & Benson, 1991).
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While these categories have been used to describe children with special needs
(Newacheck & Taylor, 1992), they may miss children with disabilities who are
mainstreamed, children with emotional and cognitive problems, children who are too
young to play, and children whose parents do not perceive the child as limited.
The purpose of this paper is to present the approaches being used in two federal
programs to define disability among children and to explain how they were
developed in the 1994-95 National Health Interview Survey (NHIS) on Disability.
Special Needs Children/Children with Disabilities in the NHIS-D

(
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The plans for the National Health Interview Survey on Disability have been described
elsewhere (Simpson et al., 1993). The NHIS collects nationally representative health,
socioeconomic, and demographic data on about 120,000 U.S. civilians annually. The
NHIS-D will include a CORE questionnaire and the two-phase supplement on
disability. Phase 1 will be given with the CORE, and the second phase will be given
as a followup. In working on the NHIS-D, one of our major tasks was to identify
children from the phase 1 disability interview for a followup interview. We started
by utilizing the limitation of activity questions which are collected on the NHIS
CORE. They identify children who are unable to attend school, need a special school
or class, or are limited in school attendance due to a health problem.
The phase 1 disability interview will collect information on impairments. These items
include visual, hearing, and speech impairments; difficulty communicating basic
needs; and use of certain assistive and prosthetic devices.
Another frequently used measure of functioning is the ability to do basic activities
of daily living or AOL's. These activities include bathing, dressing, eating, getting
in or out of bed, using the toilet, and getting around in the home.
We will also use a very brief condition list. This list has been included because
collaborating researchers felt that approximately 90 percent of the Mentally Retarded
Developmentally Disabled, MRDD, population would be included by one of these
conditions, and there was concern by program planners that some of this population
might otherwise be missed. The conditions are learning disability, cerebral palsy,
cystic fibrosis, Down syndrome, any other delay in mental development, muscular
dystrophy, spina bifida, autism, and hydrocephalus.
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One collaborating agency for the NHIS-0, the Maternal and Child Health Bureau
(MCH), funded research on children with disabilities and/or chronic illnesses by the
National Child Health Assessment Planning Project (NCHAPP) at the Albert Einstein
College of Medicine. NCHAPP researchers narrowed their definition of interest to
children with "serious ongoing health conditions," with emphasis on the consequences
of the condition. This was further delineated as follows: serious-having an effect on
child's life, manifests as something that requires care or compensation; on-going--has
lasted or is expected to last for at least a year, whether continuous or episodic and is
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current; medical or health--not limited to physical conditions, but including cognitive,
behavioral, and psychological disorders; and condition--not limited to disability, but
including illnesses, disorders, and handicaps (Stein & Westbrook, 1993).

J

This was operationalized by NCHAPP as limitation of function or of activities
compared to healthy peers; need for medications or special diet on a regular basis,
dependency on medical technology, assistive devices, or implant for functioning, need
for medical care or services beyond what is usual for child's age, special ongoing
treatments or arrangements at home or school (Stein & Westbrook, 1993).
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Researchers at MCH and NCHAPP were interested in the child's functioning and
service use. They determined that those whom they wanted to ·identify were best
labeled "special needs children." This interest in special needs children took us
beyond the concepts of the ICIDH and the U.S. National Institutes of Medicine.
In order to meet this need, we expanded the phase 1 disability questionnaire by
developing sections for children on special health needs and special educational
services. We worked closely with researchers Ors. Ruth Stein and Lauren Westbrook,
who were testing questions in this subject area. The resulting special health needs
section includes questions on the use of doctors' and counselors' services,
occupational and physical therapy, hospital treatments, and health services provided
at home. It also includes dependence on medication, special diets, use of equipment,
and delays in physical, speech, mental, and emotional development. An educational
services section collects information about special education, special school or day
camp, and problems at school. For preschool children, information is obtained about
the use of Early Intervention Services and Individual Family Service Plans.
Another federal agency which has wrestled with defining childhood disability is the
Social Security Administration (SSA). As a result of a supreme court ruling, the SSA
can no longer limit the definition of disability for children getting Supplemental
Security Income (SSI) to a list of conditions related to childhood or adult disability.
SSA has had to develop new regulations defining disability for children. According
to law, for Supplemental Security Income (SSI), a child has a disability if "he/she
suffers from any medically determinable physical or mental impairment of
comparable severity which would make an adult disabled" (Social Security
Administration, 1991, p. 5554).
What makes an adult "disabled"? According to the Social Security Administration
(1991), it is the "inability to do any substantial gainful activity by reason of any
medically determinable physical or mental impairment which can be expected to
result in death or which has lasted for a continuous period of not less than 12
months" (p. 5555). Basically, for the adult, this means that the impairment or
condition will result in death, or it will have lasted 12 months, and that the person
CANNOT WORK.
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How does this relate to children? For children, "comparable severity'' means that a
child's impairments so limit his/her ability to function independently, appropriately,
and effectively in an age-appropriate manner that the resulting limitations are
comparable to those that would disable an adult (Social Security Administration,
1991). Specifically, the impairment must reduce the child's ability to do the
following: 1) achieve developmental milestones at an age appropriate rate, grow or
mature physically, mentally, or emotionally; 2) engage in age-appropriate activities
of daily living, self-care, play, recreation, sports, school, academics, peer and family
relationships; and 3) acquire the skills needed to assume roles reasonably expected
of adults.

(

Working with SSA staff and their consultant, Dr. Stanley Greenspan of The George
Washington University, we developed a series of age-specific questions for children
under age S. These new items are designed to measure the functioning of very young
children in terms of their mental, social, and physical development. An example for
age 4-8 months is "Can [name of child] hold his/her head up without support?"

{

Summary

I
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The Phase 1 disability questionnaire identifies special needs children/children with
disabilities by using the following sets of questions: limitation of activity from the
NHIS CORE; impairments (visual, hearing, mobility, etc.); activities of daily living
(age 5+); a condition list; special health needs; special education services; and early
child development.
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Conclusion
In defining disability for the NHIS on Disability, one of the goals of the survey was
to meet the data needs of many federal agencies and organizations. In the NHIS
Survey on Disability, we did not use any one definition of disability, but tried to
include the elements necessary for programs utilizing the data to meet their program
needs.
The current trend in defining or identifying children with disabilities encompasses
the concept of "special needs children." This approach focuses on the child's
functioning and includes chronically ill children. It moves away from an approach
limited to identification solely by condition or diagnosis. Identification of this
broader population is necessary to determine the health care needs of these children.
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Construction and Validation
of the Error-Choice Test of Knowledge about Epilepsy
Richard F. Antonak, Ed.D.
University of North Carolina at Charlotte

Hanoch Livneh, Ph.D.
Portland State University
Attitude measurement methods are divided into direct and indirect types (Antonak
& Livneh, 1988). Direct methods, in which respondents are aware that their attitudes
are being measured, include opinion surveys, interviews, sociometrics, rankings,
adjective checklists, paired comparison scales, semantic differential scales, summated
rating scales, and social distance scales. All of these methods are subject to threats
to the validity of the resultant data, including respondent sensitization, response
styles, and reactivity. Four groups of indirect methods are available that can overcome
these threats: physiological methods, nonobtrusive behavioral observations, projective
techniques, cUtd disguised procedures. In contrast to the direct methods, the
respondent's performance on an indirect measure is thought to reveal latent
psychosocial constructs that are interpreted as attitudes. Indirect methods have
seldom been used in disability attitude research and have never been used to study
attitudes toward persons with epilepsy (Livneh & Antonak, in press).
This paper begins with a description of the construction of the Test Of Knowledge
About Epilepsy (KAE), an instrument that implements the disguised indirect
measurement technique known as the error-choice test method. The paper presents
the results of preliminary psychometric analyses of data from a sample of 460
respondents and analyses of the psychometric characteristics and validity of a revised
KAE with data from a second sample of 325 respondents. A general discussion of
these results concludes this paper.
Instrument Development

I
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Originally used in social science research in the 1940s (Hammond, 1948; Newcomb,
1946),the error-choice test method presents the respondent with multiple choice items,
half of which are error-choice items requiring the respondents to select between
alternatives all of which are incorrect. In some of these items, the alternatives
represent errors equidistant in opposite directions from the truth that is determinable;
in other items, representing controversial issues, the alternatives offer opposing views.
To disguise the true purpose of the instrument, difficult general information items
with the correct answers are interspersed with the error-choice items. The results of
pioneering research showed that respondents did reliably select erroneous alternatives
that were consistent with their attitudes toward various referents (e.g., Fascism, labor
unions). That is, attitudes can be measured by analyzing the biased guessing of
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respondents to items that do not provide the right answer among the alternatives.
Complete details for the construction of an error-choice test are provided elsewhere
(Antonak, in press; Antonak & Livneh, in press).
To construct the KAE, a set of 39 error-choice items concerning epilepsy was written:
(a) 22 factual items for which the truth was determinable but for which only four
incorrect answers were provided (type TD); (b) 11 factual items for which the truth
was indeterminable because there were no data to answer the question (type TIF); and
(c) 6 controversial items for which the truth was indeterminable (type TIC). For the
last two types, four answers varying in direction and intensity from a hypothetical
neutral point were composed. In addition, a set of 28 very difficult general
knowledge items was written that included the correct answer among the four
alternatives (type GK). Evaluative comments of experts, representing the disciplines
of neurology, pediatrics, neurosurgery, rehabilitation psychology, neuropsychology,
nursing, and special education, led to 55 revised items (15 type TD, 11 type TIF, 6 type
TIC, and 23 type GK). These items were randomly arranged on a prototype
error-choice test labeled "Test Of Knowledge About Epilepsy - Form P."
Preliminary Psychometric Investigation
KAE - P data were collected from 406 students enrolled in undergraduate and
graduate courses in rehabilitation, nursing, counseling, psychology, educational
research, and regular and special education at two universities. Data were also
collected on each respondent's age, gender, marital status, heritage, educational level,
and professional specialization (categorized as regular educators, special educators,
special service providers, and non human-service providers). Data on relationship
with a person with epilepsy were organized into six ordered categories: (a) self, (b)
intimate (e.g., immediate family), (c) close (e.g., relative), (d) casual (e.g., client,
coworker), (e) acquaintance, and (f) none. Respondents were asked to indicate on
six-point scales the frequency and the intensity of their contact with persons with
epilepsy, cll)d their general knowledge of epilepsy.
Iterative item, scale, and factor analyses of the responses to the 55 KAE - P items led
to the final version of the KAE consisting of 20 error-choice items (9 type TD, 7 type
TIF, 4 type TIC) and 20 general knowledge items (type GK). Respondents' answers
to these items were rescored to yield an attitude score (KAE-A) and a general
knowledge score (KAE-GK). Complete item, scale, and factor analyses were then
repeated.
Inspection of item analysis results for the 20 error-choice items revealed satisfactory
psychometric characteristics in all cases. Principal components analysis yielded one
factor with a mean factor loading of 0.31. The distribution of the attitude scores was
essentially normal with a split-half reliability estimate of 0.63, considered to be
reasonable for a measure composed of 20 items. A composite of the four familiarity
variables (i.e., relationship, contact frequency, contact intensity, and knowledge) was
created by principal components analysis to eliminate multicollinearity in these data.
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The best multiple regression model included, in order, the predictors familiarity, age,
education, and gender, R2 =0.26, F (4, 401) =5.74,R.< 0.01.
A fixed-effects least-squares analysis of variance of the attitude scores for respondents
in the four professional specialization groups revealed a significant main effect for
professional specialization, F (3,402) = 4.37, R. < 0.01. Both the special service
providers and the special educators expressed more favorable attitudes than either the
regular educators or the non human-service providers. There were no significant
differences among the mean attitude scores for individuals in the heritage or marital
status groups. The correlation between the KAE-A and KAE-GK scores for this
sample was 0.05, suggesting that the attitude items measured something different
from what the general knowledge items measured.
Psychometric and Validity Analyses of the KAE
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The KAE, together with a direct measure of attitudes toward persons with epilepsy
and a measure of social desirability (SD) responding, was administered to a second
sample to confirm these preliminary results and to investigate the validity of the KAE.
The direct measure was the Scale of Attitudes Toward Persons with Epilepsy (ATPE),
a self-report summated rating scale with good psychometric properties (Antonak, 1990;
Antonak & Rankin, 1982). The Crowne-Marlowe Social Desirability Scale (Crowne
& Marlowe, 1960) was selected as the measure of SD responding. Respondents were
again asked to provide information on the array of sociodemographic and experiential
variables.
A total of 325 respondents were administered both the KAE and the ATPE, and
selected subsamples were also administered the Crowne-Marlowe scale. The KAE
was scored to yield an attitude score (KAE-A) and a general knowledge score
(KAE-GK). The ATPE yielded an attitude score (ATPE-A) and a knowledge score
(ATPE-K), and the Crowne-Marlowe scale yielded an SD responding score. The results
to be presen_ted are based on analyses of complete data from 323 respondents to the
KAE, 320 respondents to the ATPE, 318 respondents to both instruments, and 218
respondents to all three instruments.
Inspection of the item analysis results for the 20 error-choice attitude items again
revealed satisfactory item characteristics. The mean of the item-to-overall score
correlations corrected for redundancy was 0.43 (ranging from 0.20 to 0.48) with a mean
item difficulty (proportion answering favorably) of 0.60 (ranging from 0.24 to 0.90).
The mean KAE-A score for the sample was 11.92 (fill = 2.95; ranging from 2 to 19),
and the distribution of scores was essentially normal. The value of the split-half
reliability estimate was 0.57. Principal components analysis yielded one factor with
factor loadings ranging from 0.14 to 0.43 (M = 0.38). Psychometric results for the
ATPE and for the Crowne-Marlowe were satisfactory, with split-half reliability
estimates of 0.86 and 0.88, respectively.
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The largest bivariate correlation was between the KAE-A and the ATPE-A, with 21%
of the variation in these two measures related to common factors. Both the KAE-A
and the ATPE-A were significantly related to the ATPE-K, but the ATPE-K accounted
for 49% of the variation in the ATPE-A scores, whereas it accounted for only 12% of
the variation in the KAE-A scores. The correlation between the KAE-A and KAE-GK
scores for this sample was 0.12, confirming the assertion that the error-choice attitude
items measured something different &om what the general knowledge items
measured. KAE-A scores were not related to SD responding scores, in support of the
KAE's discriminant validity.
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KAE-A and ATPE-A were selected as criterion variables for a multivariate multiple
regression analysis using for predictors the variables KAE-GK, ATPE-K, age, gender,
education, familiarity, and dummy dichotomous v.ariables representing professional
specialization. The value of the omnibus test statistic was significant, Wilk's lambda
= 0.40, Rao's approximate F (16,624)= 25.25,l!. < 0.01. Inspection of the standardized
multivariate multiple regression coefficients revealed that variation in KAE-A scores
was attributable to variation in ATPE-K scores (0.25),age (0.24),and familiarity (0.15),
whereas variation in ATPE-A scores was attributable to variation in ATPE-K scores
alone (0.62).
To investigate construct validity of the KAE further, two separate two-group
discriminant function analyses were performed. In the first, ATPE-A, KAE-GK, age,
gender, educational level, familiarity, and professionalism were used as predictors.
The last variable was created by ordinally ranking the professional group membership
data, from medically trained personnel to non human-service providers. Attitude
group membership was the criterion variable, created by ordering the respondents by
their KAE-A scores and retaining the top one-third (n = 103, M = 15.12, ranging from
14 to 19) and bottom one-third (u = 103, M = 8.46, ranging from 2 to 10) groups.
A single discriminant function was retained, Wilk's lambda= 0.73, Rao's approximate
F (4,198) = 18.33, l!. < 0.01. The largest discriminant function loading was for the
ATPE-A, canonical ! = 0.95, F (1,201) = 66.70, l!. < 0.01; followed by familiarity,
canonical!= 0.52, f (1,201) = 20.16,l!. < 0.01; and professionalism, canonical!= 0.36,
F (1,201)= 9.85,l!. < 0.01. Knowledge, as measured by the KAE-GK, did not contribute
to the function, canonical!= 0.16, F (1,201) = 1.95, l!. > 0.05. The predictor model
generated in this analysis resulted in a 76% accuracy rate for attitude group
classification,X:"(1)=53.20,l!. < 0.01. The stability of classification was cross-validated
by repeating the analysis with attitude group membership determined by upper (u =
61) and lower (u = 72) quartiles of the KAE-A score distribution. The discriminant
function obtained, Wilk's lambda =0.70, Rao's approximate F (5,127) =10.96,l!. < 0.01,
had an identical pattern of significant loadings as in the previous analysis. The
classification accuracy rate for this model was 72%.
The second discriminant function analysis predicted attitude group membership
again, but this time the ATPE-A predictor was dropped to assess the independent
contribution of the remaining predictors (ie., ATPE-A was considered a suppressor
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variable). As expected, the discriminant function loadings for the familiarity and
professionalism variables increased compared to the first prediction model (canonical
!'s = 0.71 and 0.68, respectively). With the ATPE-A variable removed, the loading for
the educational level predictor emerged as significant (canonical ! = 0.67, 1?< 0.01).
Discussion and Conclusions
Based upon analyses of data obtained in two studies from a total of 731 respondents,
the psychometric characteristics of the KAE items were found to be adequate, and the
test's reliability was judged acceptable. Four findings supported an assertion of the
construct validity of the KAE as a measure of attitudes toward persons with epilepsy:
(a) the instrument was unidimensional (i.e., it measured a single construct); (b) the
construct being measured was not general knowledge of epilepsy; (c) KAE attitude
scores were significanily related in the predicted direction to the respondent's
familiarity with persons with epilepsy and to professional training and experience in
specialized human services; and (d) scores were not related to the respondent's age,
gender, heritage, or marital status. Analyses of data also supported the concurrent
validity of the KAE, with respondents' attitude scores on the KAE significanily related
to their scores on the ATPE.
Three sets of findings provided support for the discriminant validity of the KAE.
First, scores were not compromised by the reactivity threat of SD responding. Second,
although the KAE and the ATPE are related measures of attitudes toward persons
with epilepy, they appear to be tapping somewhat different dimensions of this
construcl Although knowledge of epilepsy, as measured by the ATPE-K, accounted
for 49% of the variation in the direct attitude score, only 12% of the variation in the
indirect attitude score was accounted for by knowledge. Both measures were
positively related to knowledge about epilepsy, but the age of the respondent and the
respondent's familiarity with persons with epilepsy differentiated the indirect from
the direct measures. Moreover, respondent gender was related to score on the direct
measure, but not on the indirect measure. Finally, groups of respondents who
differed on their attitude, as measured by the KAE, were differentiated by their scores
on three predictor variables that, taken as a group, suggest a construct we termed
personal-social sophistication.
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Additional validity investigations are needed to relate KAE scores to other respondent
sociodemographic, experiential, and personality characteristics (e.g., ethnocentrism,
acquiescence, self-concept, locus of control), and, what is more important, to
behavioral indicators of attitudes (e.g., working with or serving persons with epilepsy
and other disabilities). If it can be confirmed that the KAE is a valid predictor of
attitudes toward persons with epilepsy, then it should be useful as a supplement to
the more traditional direct attitude instruments for the investigation of questions
concerning the formation, structure, and correlates of those attitudes among special
service providers.
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Researchers wishing to collect data for the validation of the KAE may obtain a copy
of the instrument and scoring key free of charge from either author.
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MIDS-Life Changes:
The Updating of the Modified Issues in Disability Scale
Elaine Mak.as, Ph.D.
Lewiston-Auburn College of the University of Southern Maine
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The Modified Issues in Disability Scale (the MIDS) is a measure which I developed
in 1985 to assess attitudes toward persons with disabilities. It is unique in that the
standards by which attitudes are judged were determined by those toward whom
these attitudes are targeted. Specifically, 92 people with disabilities who had been
individually selected by leaders of the disability rights movement as appropriate
standard-setters actively participated in the test construction/validation process by
responding to 100 disability-related statements in a way which they felt reflected the
most positive attitudes, and by identifying 69 individuals whom they felt had
extremely good attitudes to serve as the nondisabled criterion group for validation of
the scale. A more traditionally-used group, 83 college students, also participated in
the construction of the MIDS. In sharp contrast to the customary use of student
input, however, their responses were used solely to assure sufficient variability and
to provide baseline comparison for criterion group responses.
The 37 item pool statements on which the people with disabilities (the "judges")
reached high consensus as to what represents the most positive attitude (ie., at least
67% indicated on a seven-point Li.kert-type scale that "agree" or "strongly agree" was
the most positive response, or that "disagree" or "strongly disagree" was the most
positive response), and on which the students showed high variability (ie., skewness
between +0.75 and -0.75) in their ''honest" responses became the MIDS. The scale's
validity was supported by the finding that the responses given to these 37 items by
the "good attitudes" people (i=208.58), compared to those given by the students
(i=167.72), were significantly closer, f:(1,150) = 42.89, R<.0001, to what the judges
identified as the most positive attitudes. (For more information on the development
and reliability/validity testing of the MIDS, see Makas, 1991a; 1991b; 1993; 1994.)
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This item-selection/validation process was repeated in 1993 using the same pool of 100
items and three similar participant groups: the judges, the "good attitudes" people,
and the students (drawn from the same university as those in the original study).
Although there were fewer people in each of the three groups who participated in the
revision of the MIDS (the MIDS-R) than in the construction of the (original) MIDS,
they were demographically very similar.

I

The item selection process which had produced the 37-item MIDS resulted in a 33item MIDS-R. Eleven MIDS items were dropped because of decreased consensus
among the judges; four more were eliminated as a result of increased skewness in
students' responses; and one item lost both acceptable consensus and acceptable
skewness. On the other hand, consensus among the judges increased sufficiently on
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three items, and skewness among the students decreased sufficiently on nine items
from 1985 to 1993 to allow their inclusion in the MIDS-R. Twenty-one items met the
two selection criteria for both the MIDS and the MIDS-R.

1

The 49 MIDS and/or MIDS-R items were analyzed to assess possible changes during
the eight-year period. Table 1 presents the items on which there was at least a 10%
change in consensus among the judges. Although one might reasonably expect that
increased public awareness and discussion about disability issues might result in
greater consensus among the judges in 1993 than in 1985, this was not the case. In
fact, as can be seen in Table 1, the earlier group of judges reached higher consensus
than the later group of judges on all but four statements.
A few of these decreases in consensus may readily be explained by factors not related
to reduced advocacy. For example, decreased agreement with item #47 ("Income from
taxes paid by an employed person who has a disability is usually greater than the
amount of money spent to put that person back to work") may represent either an
actual increase in cost over the eight-year period or the judges' increased awareness
of cost. On the other hand, the judges' decreased disagreement with item #84 ("Most
people who have disabilities would rather socialize with others who also have
disabilities than with people who do not have disabilities") may be the result of a
different focus in 1993 than in 1985. The 1985 judges may have been reacting
negatively to the once-prevalent view "they should stick with their own kind,"
whereas the 1993 judges may have been focusing instead on the positive aspects of
peer group support.
Other changes, however, suggest a disturbing consistency. Decreased consensus on
items #71, #26, and #34, for example, suggests that the 1993 judges were more tolerant
than the 1985 judges of the notion that people with disabilities are nicer and more
pious than those without disabilities. Decreased consensus on items #31 and #81
takes this one step further, suggesting greater acceptance of the view that people with
disabilities should be treated with special kindness. One interpretation of these
changes is that disability rights advocates are now less assertive in opposing
patronizing attitudes toward people with disabilities.
An alternative explanation, and one which is consistent with other changes over the
eight-year period is that, even though the two groups of judges may themselves be
similar, their reference groups may be very different In 1985, there was less emphasis
on cross-disability support, and even the advocates may have been identifying
primarily with persons whose disabilities were the same as or similar to their own.
In addition, the most visible people with disabilities in 1985were white, middle-class,
well-educated, and moderately affluent By 1993, however, disability rights activists
may have expanded their own perceptions and those of the general public to include
people with less power, e.g., more racial/ethnic minority persons, more senior citizens
and children/adolescents, more people with less education and lower socioeconomic
status, and more individuals with disabilities such as mental illness, mental
retardation, AIDS or HIV+ indication, head injury, etc. This interpretation may
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Table 1
Statements for which the judges said the most positive response was
AGREE or STRONGLY AGREE:
Percent of judges who indicated
agree/strongly agree
in 1985
7.

8.
10.

31.
33.
47.

50.

71.

•

I
I

in 1993

Zoning laws should not prohibit group homes for people
with disabilities from being established in residential
districts.

86%

75%

If you are talking to a blind person, it is all right to use
words such as "see" or "look" in a conversation.

98%

84%

People who have disabilities should have to pay income
taxes.

82%

70%

People with physical disabilities should be expected to
meet the same vocational standards as other people.

80%

66%

People with severe disabilities are no harder to get along
with than those with minor disabilities.

66%

77%

Income hom taxes paid by an employed person who has
a disability is usually greater than the amount of money
spent to put that person back to work.

65%..

45%

All children with physical disabilities should be
integrated into the regular school system.

53%

75%

People with disabilities are no more likely than people
without disabilities to be churchgoers.

76%

64%

1985 consensus percentages have been adjusted so that they more accurately represent
missing data. Prior to adjustment, this item met the consensus criterion for inclusion
in the MIDS.
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Table 1 (Continued)
Statements for which the judges said the most positive response was
DISAGREE or STRONGLY DISAGREE:
Percent of judges who indicated
disagree/strongly disagree
in 1985
It is more humane to allow a child with a severe
disability to die at birth than for her/him to live as a
person with a severe disability.

67%

77%

People who have disabilities are generally easier to get
along with than people who do not have disabilities.

73%

59%

28.

It is unwise for a person with cancer to have children.

60%

77%

34.

People who have physical disabilities are usually
easy-going and seldom get angry.

80%

59%

One should avoid asking people who have disabilities
questions about their disabilities.

76%

55%

Wheelchair users frequently have bowel or bladder
"accidents" (i.e., they can't get to the bathroom in time).

73%

61%

Since a physical disability interferes with certain
activities, the disability is foremost in the mind of a
person with a disability practically all the time.

85%

68%

Blind people, compared to people who are not blind,
tend to get a more accurate first impression of strangers.

67%

55%

A man or a woman with a physical disability is much
more likely than a person without a disability to have a
child who will also have a disability.

86%

59%

For a person with a severe disability, the kindness of
others is more important than any educational program.

84%

73%

Most people who have disabilities would rather socialize
with others who also have disabilities than with people
who do not have disabilities.

72%

57%

22.

26.

36.
51.

72.

74.
76.

81.
84.
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account for what appears to be a contradiction in the responses of the 1993 judges.
On the one hand, they are stronger advocates for the rights of all people, even those
with the most severe disabilities (as suggested by their responses to items #33, #50,
#22, and #28). On the other hand, they seem to suggest that this broader range of
disabilities may have a greater impact on people's lives (as seen in their responses to
items #71, #36, #51, #72, and #76) and may require more accommodations to be made
(as suggested by their responses to items #31 and #81).
Some small, but relatively consistent changes were also found in the analysis of the
students' responses. As can be seen in Table 2, which includes all items on which
student means shifted by .25 or more, 11 of these 17 changes were positive according
to the standards set by the judges. Two t-tests were run to determinine whether the
cumulative effect of these changes produced significant increases on either the MIDS
or the MIDS-R. Although the 1993 students tended to score higher than their 1985
counterparts on both the MIDS (x=171.31, x=167.72), !(123)=0.99, n.s., and on the
MIDS-R (x=156.19,x=155.29),!(123)= 0.26, n.s., these tendencies are nonsignificanl
Although any negative movement in the students' responses should elicit concern, it
is important to note that all six changes represent a lessening of responses which
remain positive (according to the judges) rather than shifts from positive to negative
or from negative to more negative. Two of these changes in students' responses
parallel changes in consensus among the judges. In response to item #84, for example,
both 1993 groups may be interpreting the statement positively (ie., in terms of peer
group support) rather than negatively (i.e., relating to segregation). Similarly,
students' re ponses to item #53 and judges' responses to item #47 (on Table 1) may
reflect either increased awareness of the costs of access or increased perceptions of
these costs.
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Among the other four items on which positivity has been reduced from 1985 to 1993,
only items #96 and #57, which suggest a slight decrease in students' perceptions of
persons with disabilities as suitable parents/child care providers, show any pattern at
all. The lessening of positivity in students' responses to item #89, on the other hand,
is clearly contradicted by their increased positivity on items #20 and #83 which, in
combination, suggest that, although the 1993 students are less convinced than their
1985 peers that people with disabilities are accident prone and/or should have to pay
more than nondisabled drivers for their automobile insurance, they are slightly less
opposed to the notion that people with disabilities have an inordinate number of
automobile accidents. The students' relatively small decrease in positivity on item #10
("People who are disabled should have to pay income taxes") may simply represent
displeasure with the tax system in general.
The above changes in responses by both the judges and the students have produced
a revised version of the MIDS. Initial testing has found a correlation of +.92 between
students' MIDS and MIDS-R scores, strongly supporting the revised scale's criterion
validity, and a very significant difference between the 1993 MIDS-R scores of the
"good attitudes" respondents (i=192.09) and the students (i=156.19), !(85) = 8.036,
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Table 2
Statements for which the judges said the most positive response was
AGREE or STRONGLY AGREE:
Student scores
(Higher scores indicates
more positive response)
i 1985"'

x1993

10.

People who are disabled should have to pay income taxes.

5.25

4.83

16.

Most people who have physical disabilities expect no
more love and reassurance than anyone else.

4.16

4.69

Parents of disabled teenagers should be as strict as any
other parents."'"'

5.04

5.57

People with severe disabilities are no harder to get along
with than those with minor disabilities.

3.83

4.17

38.

Disabled people don't have enough influence in politics.

4.40

4.79

47.

Income from taxes paid by an employed disabled person
is greater than the amount of money spent to put that
disabled person back to work.

3.77

4.02

Trained workers who use wheelchairs are no more likely
to have accidents on the job than equally trained
nondisabled workers.

4.61

5.19

It is logical for a woman who uses a wheelchair to
consider having a baby.

4.66

4.38

27.
33.

70.

96.

•

...

Item means are based on responses to a 7-point Likert-type scale. They can range from
1.00 (the most negative response) to 7.00 (the most positive response), with a mid-point
of 4.00 ("don't know/no opinion").
In order to avoid confounding of results, the statements to which the students
responded in 1993 are not in "people first" language (since they were not in 1985).
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Table 2 (Continued)
Statements for which the judges said the most positive response was
DISAGREE or STRONGLY DISAGREE:

Student scores
(Higher scores indicates
more positive response)

3.
20.

53.

57.

74.

83.

84.

88.

89.

x1985

i: 1993

Certain jobs should be set aside for blind persons so that
they don't have to compete directly with sighted persons.

3.81

4.21

Physically disabled drivers should pay more for their
automobile insurance than nondisabled drivers.

4.64

4.93

Educational programs for physically disabled students
are very expensive in relation to what the physically
disabled child gains from them.

5.00

4.55

It is not a good idea to leave a small child with a
babysitter who has diabetes.

5.53

5.26

Blind people tend to get a more accurate first impression
of others than most people do.

3.73

4.14

Disabled people are more accident prone than
nondisabled people.

4.54

4.93

Most disabled people would rather socialize with other
disabled people than with nondisabled people.

4.66

4.24

A physically disabled high school student will probably
feel inadequate in a regular classroom.

4.05

4.52

Physically disabled drivers have more automobile
accidents than nondisabled drivers.

4.94

4.57

I
I
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l!.<.0001,strongly supporting the scale's construct validity. Despite these promising
initial results, much more work needs to be done before the MIDS-R can be used
with complete confidence. Once reliability testing and further validation testing have
been completed, however, researchers will have the opportunity to use a measure that
is based not only on current attitudes within the general population, but on the
current beliefs of those who are the targets of these attitudes.
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Consumers and Vocational Rehabilitation Services:
Assessing Performance in the Context of the Future
with Examples from Hawai'i
Robin Brandt, Ph.D. Candidate
Pacific Basin Rehabilitation Research and Training Center
Introduction
This paper will describe the current client benefit retention and satisfaction survey
as the staff of the Pacific Basin Rehabilitation Research and Training Center
(PBRRTC) and the Hawai'i Division of Vocational Rehabilitation (DVR) begin to
evaluate its use. I will present a short history of changes made and the results of this
joint effort. In addition, I will review qualitative data from the survey and the
quantitative means used to evaluate the vocational rehabilitation program and to
provide feed-back on consumer-oriented satisfaction.
Surveys of consumer satisfaction and benefit retention are only one method of
program evaluation. Rather than being seen as a separate entity, the survey should
be evaluated in the larger context of strategic planning for DVR. Therefore,
recommendations for a more inclusive method of planning for the future will also be
discussed.
Background
To understand future changes in the VR system, it is useful to know something about
the 70-year history of Vocational Rehabilitation. Initially, it was conceived as a
program to serve World War I veterans with physical disabilities. In the 1940s,
Vocational Rehabilitation services were expanded to include worker's compensation
referrals, and, after World War II, they were expanded again to include persons with
mental retardation. Deinstitutionalization during the 1970's brought pressure on the
program to serve persons with chronic mental illness. The Reauthorization Act of
1974 mandated that persons with more severe disabilities were to be served. Thus,
political mandates have expanded the diversity of services and clientele served by
these programs. Yet, over time, a decreasing percentage of federal funds has been put
into this program. As a result, persons with more severe disabilities must be served
with diminished funding (Dean & Dolan, 1991).
The evaluation process in place in Hawai'i (as well as in the rest of the nation) relates
to the Rehabilitation Acts of 1973 and 1978 (Roberts & Roberts, 1992). Program
standards were developed under contract with the Berkeley Planning Associates in
1972 for the Rehabilitation Service Administration (RSA). These standards relate to
general program effectiveness with little attention to consumer satisfaction.
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The Hawai'i evaluation reports incorporated these standards (particularly Standard 6-benefit retention, Standard 9-client satisfaction, and selected performance standards)
into the program evaluation and supplemented them with other questions. Previous
reports were sporadically completed by State of Hawai'i personnel with assistance
from University of Hawai'i personnel. Data used to create the report were a
combination of information collected from mail survey responses from former
participants and the corresponding RSA 911 data (e.g., demographic information and
information on services provided to each client) collected during the period of time
the individual was served. If the 911 data were not used within a year after the
clients exited the system, they would be unavailable for future examination or
analysis.
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Methodology .

/

The Initial Survey: Status Quo
The survey for fiscal year 1989-1990was conducted by PBRRTC staff as in the past,
without change. The survey was printed on different colors of paper to represent
three statuses: status 26--successful closure, status 28--closure with a rehabilitation
plan not completed, and status 30--closure without a rehabilitation plan in place. The
survey was mailed with a simple photocopied letter on 8.5 X 11 inch paper with a
PBRRTC logo, addressed to "respondent," to any individual whose case had been
closed by State of Hawai'i Vocational Rehabilitation services during the last state
fiscal year (July 1-June 30). A self-addressed, stamped envelope was included so that
the recipient could return the survey to PBRRTC. A week after the survey was
mailed, a postcard reminder encouraging participation was sent.
The return rate for the survey was about 22% (Brandt, 1991),compared to a 24% return
rate for the Office of Planning report in 1985. An unanticipated problem was that,
since the surveys were anonymous, links with the 911 data from individual service
could not be devised. There was no means of identifying the person responding to
the survey: Therefore, the profiles of those responding and those not responding
could not be compared in terms of disability type, sex, age, race or ethnicity, or
geographic area of service (the counties of Hawai'i: O'ahu, Kaua'i, Maui, or Hawai'i).
Subsequent Surveys Conducted
Following the completion of the 1989-1990survey, PBRRTC staff and state of Hawai'i
Vocational Rehabilitation staff discussed possible improvements for successive
surveys and ways to increase the return rate. Comments from the initial survey
respondents resulted in many changes, ranging from changes in format to attempts
to solicit critical comment on the vocational rehabilitation process.
Personalized cover letters were generated for each former participant at her/his last
known address. The letter was printed on "executive" size paper, smaller than the
survey form, and included a scanned signature by the director of PBRRTC. The letter
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included a phone number at PBRRTC so that participants could ask questions about
the survey, get assistance completing the survey, or complete the survey by phone
rather than by mail.
The survey instrument was revamped in many ways. For example, the survey was
unobtrusively numbered, allowing researchers to link the survey data with 911 data
and demographics. This allowed access to demographic information which has
special implications in Hawai •i because of its multi-racial population and its unique
service delivery problems caused by the separation of the islands &om one another
and from the mainland. An attempt was made to clarify close-ended questions, and
the survey form itself was redesigned to be more attractive.
Efforts were made to incorporate approximately 45 comments made by individuals
responding to the initial survey. Several open-ended questions were added, allowing
survey participants to comment on (a) the service provided by individual counselors,
(b) satisfaction regarding service received, (c) needed improvements in Vocational
Rehabilitation services, and (d) whether they, personally, needed service at the time
of the survey. Participants were invited to attach additional pieces of paper if the
space provided was insufficient.
Continuing discussion between PBRRTC staff and DVR staff has prompted further
efforts to disseminate information to consumers of Vocational Rehabilitation services.
The cover letter notes that a complete copy of the survey results can be viewed in
DVR offices throughout the state. The most recent survey asks participants if they
would like to receive a summary of the survey results.
Results
Improved Return Rates?
The return rate for the (approximately 1,307)1990-1991surveys and the (approximately
1,336) 1991-1992surveys were 26.1% and 26.8%, respectively. These figures exclude
surveys which were never delivered due to a change in address (and no available
forwarding address), the death of the potential participant, or the refusal of the
individual to accept the survey. For the 1990-1991survey, more surveys were returned
from persons who were successfully rehabilitated (25% of the cases dosed in DVR
status 26) than from persons in other case closure categories (12% of those in status
28, and 11% of those in status 30). There were very few (3 of 165) responses from
service recipients who had no schooling. Simple efforts to improve return rates could
include mailing the survey out more quickly after case closure and securing the most
recent address at case closure.
Changes in Communication
Communication about the survey has increased. The 1991-1992 survey elicited 45
phone calls, whereas the 1990-1991survey had resulted in only 33. The majority of
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calls from survey respondents were to ask (a) why the person had been selected to
participate in the survey, (b) for assistance in completing the survey, or (c) for an
explanation of survey questions. Some respondents telephone simply to "talk story"
(i.e., to talk about their experience to someone willing to listen). Other calls included
requests for another survey. Persons who had left the state of Hawai'i have returned
surveys. Calls have also increased among individuals who were new immigrants to
Hawai'i and persons who had been incarcerated.
In the last two surveys, 160 of 252 individuals (1990-1991 survey) and 120 of 288
individuals (1991-1992 survey) completing the survey have requested a need for
service or expressed uncertainty about their need for service.
Almost 36% of those responding to the 1991-1992 survey (103 of 288) returned a
mailing label with a name and address for the purpose of receiving a summary of the
survey results.
Critical Comments Can Assist Policy Planning
More than half the individuals responding to the survey answered open-ended
questions about the ''helpfulness" of the counselor (or other staff), the positive aspects
of service from Vocational Rehabilitation, and/or ways in which service delivery could
be improved. For the most part, the survey participants were very positive about their
experiences with vocational rehabilitation services, but they also supplied critical
comments. This first-hand information is the type of data which can lend direction
to policy and planning (McKillip, Moirs, & Cervenka, 1992).
Discussion in the Context of the Future
The Purpose of Evaluation
The curren~ survey is an attempt to evaluate the effectiveness of service delivery and
benefit retention. Client satisfaction is measured by asking about general satisfaction,
participation, adequacy of information, speed of service delivery, training, usefulness,
assistance, physical restoration, and other outcomes. Benefit retention is determined
by examining responses to a four-part measure: (a) the percent of rehabilitated clients
still employed at the time of follow-up; (b) the percent of rehabilitated clients
reporting earnings, and their average earnings at the time of the survey; (c) the
percent increase or decrease of earnings between closure and follow-up; and (d) the
percent of clients who were unemployed at the time of the survey (less than one
month, 1-6 months, 7-12 months, or more than one year).
The survey will change. The Rehabilitation Act Amendments of 1992, which were
influenced by the civil rights policy implemented in the Americans with Disabilities
Act, will affect the questions, the language, and the standards used in future surveys
(Owens, 1993). In particular, the state consumer advisory council mandated by the
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new Act is intended to influence future services positively by suggesting changes in
services and delivery.
The Context of the Future
A standardized survey is a limited tool To examine the need for change on the
broader level of service for DVR clients, surveys must be seen as only part of a more
dynamic process of planning. Because change is the norm, there is a constant need
to examine trends and actively scan the environment for change in a variety of arenas:
economic, political, social/cultural and technological (Meeker, 1993). Scanning for
emerging trends and other change factors (i.e., possible federal government decrees
or changes in legislative language, concepts, and direction) and considering the impact
of such changes before they occur can introduce flexibility into state policies (Pflaum
& Delmont, 1987; Slaughter, 1990). Continual involvement in the consideration of
possible, probable, or preferable changes can teach anticipation of change, not just
reaction to unexpected change. If the system is not proactive, it cannot assist in the
success of persons with disabilities, however disability is defined (Zola, 1989). The
system must see response to change as a responsibility and a great opportunity for
developing an on-going process involving all stakeholders, a process which examines
new ideas ("Bridges to Success," 1991), and one can improve government
accountability (Cook, 1990).
Who Has a Disability?
The concept of who is to be served by vocational rehabilitation has changed over
time. Who has a disability, and who is prioritized for vocational rehabilitation
services needs to be considered more carefully. The number of individuals with
disabilities resulting from injury, chronic illness, or aging is estimated to increase
from about one in eight persons in 1990 to one in four or five persons by 2030.
Consider the changes resulting just from technology. Technology now allows the
diagnosis o( previously unknown diseases. It has reduced child mortality resulting
from some types of disability, and it has lengthened people's lives (which correlates
positively with the acquiring of disabilities). In addition, technology aids in the
treatment of disabilities, and it creates and broadens opportunities for persons with
disabilities. To plan for the future, one must consider the changing characteristics of
what constitutes a disability and what priorities to use in providing services for all
those who have disabilities. One must not cling to old definitions of effective
vocational rehabilitation as only the training for and obtaining of competitive
employment, nor can the system allow persons with disabilities who are not classified
as "severely" disabled to be denied services because funds are currently restricted.
Surveys Are Only a Piece
The client satisfaction and benefit retention survey may assist in making vocational
rehabilitation services more accountable, and it may aid the flow of information when
the survey is viewed as part of a more complex system of evaluation.
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As noted previously, the addition of the open-ended questions to later surveys has
provided much data. However, it has proven difficult to put these data to "use"
immediately, as the survey is seen without a larger planning context focused on the
future.
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Summary
Certainly the mail survey is not the only effort, nor the best effort, to solicit
information about vocational rehabilitation services. Consumers participate in
Vocational Rehabilitation advisory councils and focus groups, and have been queried
in other surveys about vocational rehabilitation services. The mail survey is accepted
as one valuable source of information and assessment which is performed on a
regular basis. These results, particularly the comments which critique current service,
supplement other consumer satisfaction and service efficacy data, all of which can be
incorporated into the planning process. Environmental scanning could assist in
creating more flexible strategic plans.
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Women and Work Disability
Peggy A. McDonough, Ph.D.
York University
In recent years, the subject of work disability has received a great deal of attention
in the literature. Weak correlations between the clinical aspects of impairments and
functional limitations, on the one hand, and work outcomes, on the other, have led
investigators to examine a host of social factors in an attempt to more adequately
account for observed differences in paid work difficulties: With few
tions,
results of these efforts have been disappointing. All too frequently, variables are
added to analytic models with little explicit discussion of their conceptual relevance
for understanding the nature of work disability. In particular, the role of structural
positions, such as gender, class, race, and age, and the differential access to resources
and power that they signify, have not systematically been addressed in the literature.
This shortcoming, along with inconsistency in findings across the many studies
(Wolfe & Haveman, 1990; Reisine, Grady, Goodenow, & Fifield, 1989; Chirikos, 1986;
Yelin, 1986; Greenblum, 1984; Kutner, 1987), means that we still lack a coherent
picture of the social production of work disability.
In this paper, I examine the effects of functional limitation, labor market position, and
social roles on work disability among women from a Canadian national probability
sample of individuals with disabling conditions.
Theory and prior research
(Aneshensel, 1992; McLeod & Kessler, 1990) suggest that low levels of personal and
social resources will increase the probability of work disability, perhaps by restricting
available options to cope with the exigencies of disabling conditions. Similarly, the
demands of multiple roles could result in role overload (Goode, 1960), straining
women's reserves of time and energy and raising the probability of experiencing work
disability. Conversely, multiple roles might reduce these chances by contributing to
general well-being (Thoits, 1983; Arber, 1991; Walters, 1993).
Method

I
l
I

Data are hom the household component of the cross-sectional 1986 Statistics Canada
Health and Activity Limitation Survey (HALS). A multi-stage, stratified cluster design
was used to obtain a national probability sample of community-dwellers with

While distinctions are being deliberately drawn between condition-related and social
factors for analytical purposes, in reality, the physical, mental, and functional aspects
of disabling conditions have a social character. For example, to some extent, they are
created by social processes that give meaning and significance to st.ates that deviate
hom capability norms (Bickenbach, 1993).
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disabling conditions. A sub-sample of 17,725women, aged 20-64 years, was selected
for consideration.

r

Measurement
Work Disability. Work disability is a dichotomous measure indicating whether or not
individuals were completely prevented from working at a job or business because of
their condition or their health problem.

[

Functional Limitation. Functional limitation represents the degree of difficulty
performing basic physical and mental actions (Verbrugge, 1990). Six items relating
broadly to a mobility dimension ascertained whether an individual experienced
difficulty walking, climbing stairs, carrying weight, moving from room to room,
standing for long periods of time, and bending down. Responses indicating: (1) no
trouble, (2) trouble, and (3) complete inability to perform the action were coded 0,
1, and 2, respectively. Item scores were then added to produce a scale representing
mobility functional limitation with possible values ranging from Oto 12 (Cronbach's
alpha=0.82).
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Labor Market Position. Age and education were used to examine the effect of labor
market position on disability.
Labor Market Structure. A proxy measure of labour market structure, area of
residence, distinguished urban from rural residence.
Family Structure and Responsibilities. Family variables included marital status
(yes/no married or common-law), family life-cycle stage, and responsibility for
household tasks. Family life-cycle stage was based on the presence and ages of
children in the home (1=never had children or children left home; 2=children in the
home older than 14 years; 3=children 6-14 years of age; and 4=at least one child less
than 6 ye~s of age). Housework responsibilities were measured by an index
comprised of four items: meal preparation, shopping, light housework, and looking
after finances. The index indicates the extent to which respondents carried out these
activities alone, with others, or not at all. Score values ranged from a low of O to a
high of 8 (Cronbach's alpha=0.77). In the analysis, this measure was dichotomized at
the median.
Analysis
Logistic regression was used to assess the effects of mobility limitation and social
factors on work disability. Because the probability of selecting sample elements was
not equal across elements, all analyses were weighted to reflect the level of
disproportionality in the sample relative to the population of interest. In addition,
the stratification and clustering of sampling units required that standard errors be
adjusted by the average design effect (ie., the square root of 2).
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Results
The main effects of mobility difficulty and women's social circumstances are
presented in Table 1. Mobility limitation and age were positively related to work
disability. A one-unit increase in limitation scores increased the odds of work
disability by 35%. Similarly, the odds of work disability for women aged 50-64 years
were 5.1, compared to 1.0 for women between the ages of 20 and 34 years. Education
had an inverse effect on work disability, with the odds for those with very little
schooling being three times higher than those for women with at least some postsecondary education. Area of residence exerted no effect on the probability of selfreported work disability.
All of the family structure and responsibilities measures exerted statistically
significant effects on difficulty with work activities, although they were not as strong
as the impact of labour market position measures. Being unmarried increased the
odds of work disability by 50%, as did having low levels of responsibility for
household tasks. These findings are consistent with the multiple roles hypothesis;
that is, women who engage in more than one role appear to be less likely to perceive
themselves as having work disabilities.

r

However, the relationship between work disability and family life-cycle stage
suggests that limits may be reached in relation to health-enhancing capacities of
multiple roles. Although those living with at least one school-aged or older child
were less likely to report work disability than those with no children in the
household, there were no differences in the likelihood of such disability between this
latter group and women with at least one pre-schooler. This observation suggests that
the nature of roles, that is, the specific combination of demands and rewards, is
important in shaping women's conceptions of their ability to work in the presence of
disabling conditions.
Discussion

l
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This paper set out to determine if some groups of women were differentially
vulnerable to work disability. The strong main effects of several of the social factors
suggest that this experience is socially patterned. Older women were more likely to
consider themselves unable to work because of their condition. This relationship has
been explained for men with reference to capacity devaluation (Greenblum, 1984),but
the extent to which a life cycle explanation applies to women is unclear. In a recent
examination of work commitment, a positive, linear association between age and
willingness to retire among women lends support to a life cycle or disengagement
hypothesis of work involvement (Lorence, 1987).
Education was also a relatively strong predictor of work disability. Although findings
concerning the effects of education on work force involvement among women with
disabilities have been inconsistent (Wolfe & Haveman, 1990; Greenblum, 1984),
women's labor force participation has been positively associated with education in
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TABLE 1
MAIN EFFECTS OF PREDICTORS ON LOG ODDS OF WORK DISABILITY
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studies of women from the general population (Greenstein, 1989). Its effect may be
explained by the broader range of jobs potentially open to women with higher levels
of education (Luft, 1978),but it may also reflect differing aspirations and expectations
across education groups (Moen, 1991).
The effects of family structure and responsibilities provide some evidence that the
nature of women's roles, rather than their sheer number, may be important in shaping
work disability. Nevertheless, women's work patterns may not be solely the
consequences of engaging in gender-based roles (Bielby, 1992). Structural constraints
in the labor market and in the specific features of jobs have been characterized as
stronger determinants of women's work commitment than marital and family status
(Loscocco, 1990), and they may have added significance in the context of disability.
For example, the relative invisibility of individuals in the work force who have
disabilities helps to create the social expectation that disabling conditions are
synonymous with withdrawal from work. The discriminatory attitudes of employers
who assume that disability signifies inability may also be important here (Hahn, 1988;
Ravaud, Madiot & Ville, 1992). Moreover, the threat of stigma that such attitudes
engender may discourage some women, particularly those with visible disabilities,
from seeking positions.
Finally, just as the social organization of work is not structured to accommodate the
particular needs of women with families, it is equally unaccommodating to
individuals who have disabilities. Time constraints and the inflexible scheduling of
tasks may render the work environment particularly daunting. In fact, it has been
reported that many people who continue to work are forced to rigorously structure
their days, using all nonwork time to regain their strength (Charmaz, 1983). For
women with additional family responsibilities, this may not be feasible.
The findings, then, suggest that work disability is associated with particular social
positions. Although such positions signify a complex set of social conditions and
processes ~hat may be causally implicated in the experience of work-related
difficulties (Macintyre, 1986), the existence of spurious relationships cannot be ruled
out. Functional limitation was controlled in the analyses, but health status could
account for the relationship between family structure and work disability. For
example, women may be more likely to be married, to have high levels of
responsibility for household tasks, and to participate in the labor force because they
are in relatively good health. Unfortunately, measures of health status (e.g., selfperceived health or symptoms) were unavailable in the data.
In this paper, I have touched on selected aspects of labor market resources and family
roles as examples of structural arrangements that may affect work disability among
women. Research on multiple roles and women's health suggests that specific job
and family conditions may be important determinants of work disability and should
be investigated in future work. Additionally, this study examined the correlates of
disability and the joint effects of functional limitation and social conditions on
activity outcomes at one point in time. Variable condition-related factors and social
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circumstances of individual's lives, however, imply that their impact is dynamic in
nature (Strauss & Glaser, 1975). Individuals' social circumstances may also change
over time, affecting the nature of available resources and the demands placed upon
them.
This study represents a modest attempt to examine the experience of disability in the
context of social structures that shape women's lives. Its focus and the use of a large,
nationally representative sample represent an analytic departure from the prevailing
emphasis on individual adaptation in qualitative studies of disability. The findings
indicate that women with disabling conditions are not a homogeneous group. Their
differences suggest that the resources, power, rights, and obligations commanded by
differential labor market position and family roles are critical in shaping work
disability. Because the major issues in living with disabling conditions are highly
social in character (Conrad, 1990), investigation of the personal, material, and social
circumstances that may reduce the likelihood of work disability remains a critical task
for future research.

f

References
Aneshensel, C. (1992). Social stress:
Sociology, .!§.,15-38.

Theory and research.

I

Annual Review of

{

Arber, S. (1991). Oass, paid employment and family roles: Making sense of
structural disadvantage, gender and health status. Social Science and Medicine,
g 425-436.
Bickenbach, J.E. (1993). Physical disability and social policy.
University of Toronto Press.

{

Toronto, Canada:

I

Bielby, D. (1992). Commitment to work and family. Annual Review of Sociology,.!§.,
281-302.
Charmaz, K. (1983). Loss of self: A fundamental form of suffering in the chronically
ill. Sociology of Health and Illness,~ 168-195.
Chirikos, T. (1986). Accounting for the historical rise in work-disability prevalence.
The Milbank Quarterly, ~ 271-301.
Conrad, P. (1990). Qualitative research on chronic illness: A commentary on method
1257-1263.
and conceptual development. Social Science and Medicine,~
Goode, W. (1960). A theory of role strain. American Sociological Review, 12'483-496.

152

J

l

Greenblum, J. (1984). Age and capacity devaluation:
and Medicine, 12, 1181-1187.

A replication.

Social Science

Greenstein, T. (1989). Human capital, marital and birth timing, and the postnatal
labor force participation of married women. Journal of Family Issues, lQ, 359382.
Hahn, H. (1988). The politics of physical difference: Disability and discrimination.
Journal of Social Issues, Hr 39-47.
Kutner, N. (1987). Social ties, social support, and perceived health status among
29-34.
chronically disabled people. Social Science and Medicine,~
Lorence, J. (1987). Age differences in work involvement. Work and Occupations, .li,
533-557.
Loscocco, K. (1990). Reactions to blue-collar work. Work and Occupations, 1Z, 52-77.
Luft, H. (1978). Poverty and health: Economic causes and consequences of health
problems. Cambridge, MA: Ballinger.
Macintyre, S. (1986). The patterning of health by social position in contemporary
Britain: Directions for sociological research. Social Science and Medicine, ~
393-415.

l

l
\

McLeod, J., & Kessler, R. (1990). Socioeconomic status differences in vulnerability to
undesirable life events. Journal of Health and Social Behavior,~ 162-172.
Moen, P. (1991). Transitions in mid-life: Women's work and family roles in the
1970's. Journal of Marriage and the Family, a 135-150.
Ravaud, J.F.,Madiot, B., & Ville, I. (1992). Discrimination towards disabled people
seeking employment. Social Science and Medicine,~
951-958.
Reisine, S., Grady, K., Goodenow, C., & Fifield, J. (1989). Work disability among
women with rheumatoid arthritis. Arthritis and Rheumatism, ~ 538-543.
Strauss, A., & Glaser, B. (Eds.). (1975). Chronic illness and the quality of life.
Toronto, Canada: C.V. Mosby.

I
I

Thoits, P. (1983). Multiple identities and psychological well-being: A reformulation
and test of the social isolation hypothesis. American Sociological Review,~
174-187.

153

Verbrugge, L. (1990). The iceberg of disability. In S. Stahl (Ed.), The legacy of
longevity: Health and health care in later life (pp. 55-75). Newbury Park, CA:
Sage.
Walters, V. (1993). Stress, anxiety and depression: Women's accounts of their health
problems. Social Science and Medicine, ~ 393-402.

f

Wolfe, B., & Haveman, R. (1990). Trends in the prevalence of work disability from
1962 to 1984, and their correlates. The Milbank Quarterly,~
53-80.

{

Yelin, E. (1986). The myth of malingering: Why individuals withdraw from work in
the presence of illness. The Milbank Quarterly,~
622-649.

f

Author Notes

[

Peggy A. McDonough, Ph.D., Assistant Professor, York University, Toronto. Mailing
address: 25 Earl Grey Road, Toronto, Ontario, M4J 3L3, Canada.

(

I
t
{

I

I
f

J

f
154

f

Section V
Legislative Actions and Reactions
The papers in Section V address how legislation helps to transform "personal
troubles" into ''public issues" (Mills, 1959). Since the 1990 passage of the Americans
with Disabilities Act (ADA), many different constituencies have been concerned with
the implementation of the ADA and its effectiveness.
In the first paper, Bob Worthington asks: "Are Businesses in Compliance with Title
I (Employment) of the 1990 Americans with Disabilities Act?" Worthington's surveys
of the media and transportation industries address this question. His data indicate
that, for the majority of the companies in his research on these two industries, at least,
the ADA has not been viewed as a major threat. In fact, most companies he surveyed
saw themselves as in compliance or as being able to achieve compliance with this
legislation. Worthington raises the question, however, of the ADA's potentially
greater effect on businesses that are smaller than those in his study.
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In an attempt to predict possible responses to the ADA, Nancy Mudrick and Adrienne
Asch examine reactions to earlier civil rights legislation in their paper, "Protections
Against Disability Discrimination in Employment: The Record and the Issues." As
Mudrick and Asch point out, the existence of legislation does not guarantee
enforcement. By examining research, legal records, state reports, and EEOC data, the
authors are able to address both the strengths and weaknesses of previous legislation
to determine whether employees with disabilities are indeed being protected.
Mudrick and Asch suggest that the time and resources required in order for
consumers to file grievances under the ADA may mitigate its usefulness.
In "A Case of Noncompliance: Developmental Disabilities in New Mexico,u Linda
Ann Moore provides a case study of anti-discrimination laws related to a specific
disability. Moore highlights how terms such as '1east restrictive environment" may
be intended to allow for flexibility, but they may also engender contradictory
interpretations by legislators, members of the legal system, consumers, and service
providers. Conflicts in New Mexico over deinstitutionalization highlight the political,
legal, and emotional ramifications of trying to implement legislation.
In the fourth paper, Bonnie O'Day looks ahead to ''Future Disability Legislation:
Comprehensive Solutions or Political Satisficing?" O'Day contrasts the development
and enactment of the ADA with the reauthorization of the Rehabilitation Act in 1992.
While the ADA's development relied on a ''rational comprehensive" approach, O'Day
shows how the reauthorization of the Rehabilitation Act produced only incremental
changes. She asks, ''Why did advocates succeed in attaining radical civil rights
legislation, yet fail to attain reforms needed just as badly in the nation's rehabilitation
programs?" In answering this question, O'Day provides strategies for future
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legislative activity, designed to draw on the strengths and to learn from the
weaknesses of previous legislation.
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Are Businesses in Compliance with Title I (Employment)
of the 1990 Americans with Disabilities Act?
Bob Worthington, Ph.D.
New Mexico State University
Introduction
Almost a year ago, the Americans with Disabilities Act of 1990 (ADA) changed the
employment practices of most businesses with 25 or more employees. On July 26,
1994, the ADA will apply to businesses with as few as 15 employees.
This paper examines how the ADA has affected the personnel management
procedures of U.S. businesses, if compliance is being accomplished, and, if so, what
problems compliance has created.
Background

f
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In 1990 when the Americans with Disabilities Act (ADA) was signed into law, there
were approximately 43 million Americans with disabilities. Almost half, 21 million,
were physically able to work, yet less than 6 million were employed. Thus, 15
million, or 71% , of employable Americans who have disabilities were not working
(Barlow, 1991). In July 1992 the ADA went into effect for the 264,000 companies with
25 or more employees, covering 87% of United States wage earners ("Help for the
Disabled," 1992).
Approximately one in every twelve Americans has a work-related disability. About
36% of men with disabilities are in the labor force, compared to 42% a decade ago,
but, over the same time period, the percent of women with disabilities who work has
risen from 2·4% to 28% (LaFraniere, 1992).
The Americans with Disabilities Act of 1990 (42 U. S. C. 12101 et seq.) has three
sections (out of five) which require businesses and public transportation firms to
accommodate people with disabilities. This paper examines that portion of the ADA
that relates to employment practices.
Title I of the ADA (1990) prohibits discrimination against any qualified person in
relation to the conditions, terms, or privileges of employment. Disability refers to any
physical or mental impairment which substantially limits one's major life activities,
having a record of such impairment, or being regarded as having such an impairment.
Prior to July 1992, several studies and news articles predicted compliance difficulties
and high dollar costs associated with the enactment of the ADA (e.g., Ballenger,
Franklin, & Robinson, 1992;LaFraniere, 1992;Otis, 1991;Saddler, 1991; Saddler, 1992).
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Other studies, though, suggested that compliance would not create a financial burden
for most businesses (e.g., Kornblau & Ellexson, 1991; Lublin, 1992; Ward, 1991).
Current Status of ADA
By early 1993 the Department of Justice's Civil Rights Division had received over
1,500 ADA complaints (Dunne, 1993). Grievances were arriving at a rate of about
1,000 a month, compared to 400 a month during the fall of 1992 ("Lawyers Disable
Disability," 1993). By spring the complaints had risen to 1,600 a month, for a total of
7,000 cases.
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Workers who have disabilities only want understanding and a degree of flexibility
from employers to allow them to be gainfully employed. Employers, though, believe
that the economic viability of a company is most important. When this becomes
jeopardized due to unrealistic laws requiring compliance that exceeds a company's
fiscal reach, management rebels.

f

I

Over the past year, this author has conducted research in two industries (media and
air transportation) seeking information on ADA compliance by businesses within
these industries (Worthington, 1992; 1993).

r

The Media ADA Compliance Study

l

Most small businesses first learned about the ADA via the mass media, which have
provided the bulk of information on what the ADA is, to whom it applies, and basic
compliance procedures. As enactment time approached, this author conducted a
nation-wide study of the media industry to determine how prepared it was to
implement the ADA.

f

Fifty media companies were contacted by phone in March 1992 and asked six
questions regarding ADA awareness and compliance. Five lists of the 100 largest U.S.
media companies and 100 small U.S. media companies (radio, TV, newspapers,
magazines, and advertising agencies) were created using a variety of sources of media
companies located throughout the fifty states. These five lists totalled 1,000 firms.
Of these, ten were randomly selected from each list to be contacted. Out of 50 firms,
only three refused to respond.
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A simple telephone survey asked the following questions about the ADA:
(1)

Are you aware of the Act?

(2)

Are you encountering any problems complying with the Act? If yes,
what problems?

J

(3)

Did you or will you have to make any changes in your company to
comply with the Act? If yes, what changes?

f
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(4)

Do you have any disabled employees?

(5)

Is or will this Act create any financial problems for your company?

(6)

How many full time employees do you have?

Seventy percent of the companies indicated that they were aware of the ADA. Most
(81%) reported that they were not encountering compliance problems; a third (34%)
indicated that they would have to make changes to comply with the Act; 24%
responded that they employees with disabilities; and 77% indicated that they did not
see the Act creating financial problems.
Media Industry Compared To Other Byfrg res
One might reason that the media industry should be more aware of the ADA, since
presenting news is its prime mission. To compare media industry compliance with
other businesses, several other studies were examined. A mid-1991 poll of 484
companies ("Business Bulletin," 1991) found that 55% had not begun to plan for ADA
compliance, and 29% were not sure what compliance involved. Another 1991 survey
of 683 companies (Pritchett, 1991) revealed that 24% were unsure how the Act might
affect them; 50% had not yet begun to prepare for compliance; and 78% had no money
allocated for compliance. A 1991 survey of 52 retail businesses in East Texas
(Ballenger et al., 1992) found that 67% of the respondents were unaware of the ADA.
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By comparison, the media industry is more aware of ADA. It also appears that
compliance was or will be less of a problem for the media industry than for other
businesses in general. One factor that may account for the media industry's perceived
increased awareness is the fact that this study was done in March 1992, while the
others were done almost a year prior, in mid-1991.
Media Industry Conclusions
This research suggests that most of the media industry in this limited sample was
aware of ADA and was not encountering compliance problems. In fact, many
companies responding were already in compliance. Those that were not did not see
compliance as causing financial problems for their businesses.
The Air Transport ADA Compliance Study
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One industry that could have experienced a major challenge complying with the ADA
is air transportation. This is due to the fact that pre-ADA selection procedures relied
on applicants passing fairly demanding physical exams as screening devices. Since
the ADA, no physical exams can be given prior to conditional hiring.
To understand what impact the ADA has had on the professional pilot selection
process, a questionnaire was created and mailed to 104 aviation companies with 25 or
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more employees who hire professional pilots. The questionnaires were mailed in
January 1993 and resulted in a 30% response rate. The seven questions asked were
as follows:
(1)

Has your company complied with ADA for pilot selection?

l

(2)

Was compliance costly in terms of time, effort, money?

f

(3)

How much effort did compliance take?

(4)

Did you change the pilot application form?

(5)

Because of potential conflict using psychological tests that may be
viewed as a medical exam, have you changed how or what testing is
done?

(6)

Prior to ADA, pilot applicant medical exams were used as screening
exams. Now the medical must be given after a job offer. Has this
changed your procedures?

(7)

(
f
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Have other changes been made in pilot selection procedures?

Most companies surveyed (81%) reported compliance. Of the 19% not in compliance,
half were not hiring, but the responses of the other half indicated that the
respondents were unaware of the Act Over half the respondents reported that
compliance was not costly in terms of time and effort (58%) or money (55%). Only
19% said that it cost time and effort to comply, while 13% reported that compliance
was expensive.
About one-third (35%)stated that the effort required was not a problem, 39% reported
that it requµ-ed some additional work, while 30% said that it required considerable
work. Less than half (45%) changed the pilot application form, while 32% did not
make any changes. The 23% not reporting were either not hiring or believed that they
were not subject to the ADA.
Almost half (48%) of the companies did not use psychological testing. About onequarter (26%) stated that their usage of psychological testing was still acceptable.
Only 3% had changed their testing procedures. Almost half (42%) of the companies
reported that the ADA had not changed their medical examination procedures because
they had relied only on the FAA medicals. Less than a third (29%) did change the
time at which the exams were given, from before hiring to after hiring. A minority
(6%) no longer gave company medicals, but relied solely on FAA medical exams.
About two-thirds (68%) reported that the ADA had not required any other changes in
their pilot selection procedures, while 10% indicated that they had experienced other
changes.
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Air Transport Industry Conclusions
Overall, this study suggests that (1) most aviation companies see themselves in
compliance with the ADA; (2) compliance was not requiring a great deal of time,
effort, or money; (3) most companies surveyed had had to make some changes in
their pilot selection procedures; and (4) the biggest changes were in areas of medical
examinations and pilot application forms.
Summary
The results of these two studies suggest that satisfactory compliance with ADA Title
I provisions have been accomplished by the majority of the businesses contacted. The
results also suggest that compliance did not create insurmountable problems for most
businesses surveyed. In fact, most indicated the cost of compliance was not a
problem.
It appears that the larger the business, the more effort and cost were expended on

employee selection procedures. For the larger organizations, compliance required
more changes, took more time, and, of course, required more money than for smaller
businesses. A reasonable assumption, though, is that the higher costs to larger
companies would be more easily absorbed because of greater revenues and budgets.
From a practical viewpoint, the higher dollar costs of compliance for bigger businesses
could actually represent a smaller percentage expense compared to revenues for
smaller businesses.
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Protections Against Disability Discrimination in Employment:
The Record and the Issues
Nancy R. Mudrick, Ph.D.
Syracuse University

Adrienne Asch, Ph.D.
Wellesley College

f

While the Americans with Disabilities Act offers the broadest protections against
discrimination in employment on the basis of disability, it is not the first such act.
Prior to the 1990 enactment of the ADA, the federal 1973Rehabilitation Act and many
state civil rights acts offered some protection against disability discrimination in
employment. Since the enactment of the ADA, much attention has been focused on
communicating its requirements to businesses. Little or no attention has been focused
on the impact of the ADA on the employment practices of employers, on the
employment experiences of people with disabilities, or on the response of people with
disabilities to situations they encounter as they seek to obtain or maintain
employment.
This paper has two primary aims. The first is to present and examine the record with
respect to the impact of prior civil rights acts that prohibit employment discrimination
on the basis of disability. The second aim is to draw conclusions from this
examination regarding the difficulties and successes of previous legislation as a guide
to the likely problems and impacts of the ADA.
Past Studies of Disability Discrimination Enforcement
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We begin by examining what has and has not been studied about the process of
enforcement of disability discrimination compliance (and discrimination statutes, in
general). It appears that no research has been done on the work of state
discrimination agencies or the federal administrative agencies beyond compilation of
aggregate data for annual reports. There is little written about the kinds of
complaints that are filed or what happens in the agency during the process of
investigation. There is also little known about the distribution of outcomes and the
reasons for the distribution of outcomes with respect to discriminatory acts.
What has been studied are the characteristics of people with disabilities and what
they see as barriers to employment and the prevalence of discrimination (ICD, 1986).
Employers have been surveyed about the proportion of employees who have
disabilities and the reasons they do not hire specific persons with disabilities (ICD,
1987). The average wages of men and women with and without disabilities have been
examined, and factors that influence the size of wage differences have been explored
(Johnson & Lambrinos, 1985).
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Finally, a large number of law journal articles have been written that analyze the
intent and the court interpretation of disability discrimination statutes-in particular,
Sections 503 and 504 of the Rehabilitation Act (e.g., Frierson, 1989; Larson, 1988;
Mikochik, 1989). There also is an increasing number of law review articles on the
ADA. These articles analyze precedent-setting disability discrimination court
decisions and their implications-at the state and federal level. They are, however,
about the "interesting," ''unusual," or "difficult" cases, and not the typical cases. Thus,
they do not tell us about the usual experience of discrimination in employment, the
factors that predict whether a complaint will be filed, and the outcome.
The court cases can be considered the top of a pyramid. The cases with written
opinions are the most visible evidence of the types of discrimination complaints that
are made. Slightly lower on the pyramid are the court cases that are not published80-90%of all court cases, cases which are significantly different from those which are
published in a number of ways (Siegelman & Donohue, 1990). Even these are only
a small proportion of all complaints made. The large center of the pyramid is made
up of the complaints filed with state or federal civil rights enforcement agencies.
The process of enforcement at the state agency level is largely undocumented, even
for the enforcement of race and gender discrimination. We found only one study of
the agency investigative process in general (O'Connell, 1991)and none which focused
on the investigation of disability discrimination complaints. O'Connell (1991) notes
in his paper that the investigative process favors those complaining about
terminations or terms and conditions of employment because the complainant can
identify data and people that will assist in making the case. Persons denied
employment do not have access to the same knowledge of the employer or of others
in the work setting that may be able to verify the discriminatory basis of the failure
to hire.
Finally, there are many instances of disability discrimination that never result in a
formal complaint. Are these instances of the same type as those that produce a formal
complaint, or are there significant differences between those that do and those that
do not result in a filing? Is the difference in the nature of the incident, or is it in the
ability of the complainant to complain? This last category is utterly unstudied.
The Record: Complaints Filed Under Discrimination Laws
One focus of this paper is the consid .erable experience that states have in the
implementation, investigation, and resolution of disability-related discrimination
complaints. As a starting point, we have examined the annual reports of several states
to provide a profile of disability-related complaints and their processing. We
obtained the 1991-1992reports for five states: California, Massachusetts, Michigan,
New York, and Pennsylvania.
The conclusions we can draw are limited by the format each state uses to report its
handling of complaint data. All states report in the aggregate the number of
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complaints filed and the type of discrimination. All states also report the basis of the
filing-race/color, sex, disability, and so on. Finally, all states report the distribution
of case outcomes--withdrawn, no probable cause, resolved/mediated, no jurisdiction··
although the categories of reported outcomes differ somewhat across the states.
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States enacted their own anti-discrimination legislation in the 1960's. Starting in the
the mid-to-late 1970's, states began to add disability to the categories protected under
their civil rights laws. While state laws initially covered only employees of state
agencies, many states expanded their disability discrimination statutes over time to
all employers or to employers with four or more employees. By 1989, all states had
some protection against discrimination in employment on the basis of disability
(ACIR, 1989). As experience with state laws and the 1973 Rehabilitation Act increased
throughout the 1980's, many states amended their laws-expanding the coverage of the
laws in the private sector, including a wider range of disabilities, and adding
accommodation requirements (Flaccus, 1986; AOR, 1989). Prior to the passage of the
ADA, there was better and more comprehensive protection for many people, and
greater enforcement against discrimination in employment on the basis of disability
under state law than under federal law. As a result, there is considerable experience
in the states with respect to the enforcement of disability discrimination statutes. In
addition, state civil rights agencies often perform the investigation for the EEOC of
complaints that have been filed at the federal level. The state experience, therefore,
may be instructive in the development of federal procedures for the enforcement of
the ADA, and it may provide useful insights to the EEOC, to complainants, and to
respondents about how the law and its enforcement will likely operate.
Our examination of the state annual reports leads us to several generalizations. First,
there is surprising uniformity in the proportion of complaints that are based upon
disability. The percent of complaints for ALL types of discrimination (employment,
accommodation, housing, etc.) that were filed on the basis of disability ranged from
14.5% to 16.5%. Michigan was the only exception; 8.3% of complaints were disability·
based. In all the states, complaints arising out of employment predominate among
the complaints filed--even though state laws also covered public accommodation,
housing, education, and so on. Employment discrimination complaints constituted
between 86% and 92.6% of the total complaints received by state civil rights agencies
in a year. Among all employment complaints in three of the states, between 14% and
16% were from people claiming disability-related employment discrimination. (This
information was not available from Massachusetts and Michigan.) In California, 50%
of the employment complaints were based on sex, and 24% were based on race or
color. In New York, about 33% of the cases fell into each of these categories. Finally,
in Pennsylvania, 18% were based solely on race/color, 19% were based on sex, and
28% were considered multiple--a combination of covered categories, such as sex and
disability. Although we do not have the ,annual report, a study in Ohio by researchers
at Wright State (cited in "Labor Letter," 1992) found that approximately 12% of the
employment discrimination complaints filed in Ohio from 1985-1990were related to
disability .
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Table 1
(all

Percent of Complaints Based on Disability
types of discrimination--employment, public accommodation, etc.)
% of all
Complaints

Number
California (1992)"'
Massachusetts (FY1992)
Michigan <FY1992)
New York (1990-1991)
Pennsylvania (1991-1992)

2,182
514
518
827
748

16.5
16.0

8.3
14.6
15.0

1

"'Employmentcomplaints only
Sources: Data in table are derived from annual reports of state agencies that enforce the
respective state civil rights law.
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Table 2

1

Distribution of Complaint Type by Basis
Pennsylvania

New York
Race/
Type of Complaint Color

Sex

Disability

Employment
Housing
Public Aecom.
Education

96.4
2.2
1.1
.3

89.4
4.1
5.8
.7

88.4
7.1
3.0
1.2

Race/
Color
80.7
10.8
7.9

.6

Sex

Disability

95.6
2.0
1.9
.4

84.9
5.1
10.0
0.0

Sources: Tables are constructed from data in the annual reports of the state agencies that
enforce the respective state civil rights law.
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Finally, in the two states for which we have the information, New York and
Pennsylvania, there is consistency in the nature of the complaints, by type of
complaint and by basis for complaint. In both states, the majority of complaints
(80.7%-95.6%) allege employment discrimination, irrespective of whether the
complainant is basing the discriminatory act on race/color, sex, or disability. In all
three covered groups, employment discrimination is the primary type of
discrimination that provokes a formal complaint.
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Preliminary Data from the EEOC on ADA Complaints
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The EEOC had estimated before July 26, 1992, that it would receive 12,000-15,000
complaints in the first year of the ADA. After eight months, there were 7,129 Title
I complaints. The pattern of complaints so far mirrors the state experience. Across
all categories of coverage under the ADA (all titles), Title I (employment) complaints
predominate. Title I complaints are approximately 82% of all ADA complaints
('Thousands Filed," 1993). The greatest number of Title I complaints (46%) are for
employment termination (Bureau of National Affairs, 1993; National Council on
Disability, 1993). Employment discrimination involving accommodation accounts for
20% of the Title I complaints, while failure to hire accounts for 16% of the complaints.
A smaller proportion of the complaints are based on harassment, benefits, and other
factors. Back impairments are the largest category of disabling conditions reported
by complainants-13%. The second largest impairment category is mental illness (8%),
followed by diabetes, visual impairment, hearing impairment, heart impairment
(between 3% and 5% each), and, finally, HIV (1.6%). The predominance of back
impairments among complainants mirrors the state experience in both New York and
Ohio, the two states for which we have this information. With respect to the basis of
filing, the types of complaints filed, and the characteristics of complainants, the early
ADA complaint caseload mirrors the experience of the states.
Conclusions: The Issues
From this examination of the state and federal data, we draw the following
conclusions. The majority of disability discrimination employment complaints filed
are based on terminations, rather than on failures to hire. When accommodation is
the basis for filing, it is usually for failing to accommodate a current employee, rather
than a prospective employee. Because the largest proportion of complaints are about
discriminatory termination, we suspect a large proportion of complainants are people
with recent onset of disability (post-employment). Most of the discussion about Title
I of the ADA has focused on issues related to hiring. Given the data we have
examined, it would appear that insufficient attention has been given to compliance
in the areas of termination, and terms and conditions of employment. The majority
of complaints filed with the state agencies do not result in a favorable action for the
complainant A large fraction are "administrative closures," and another large fraction
are determined to have "no probable cause." Perhaps 20-25% of the complaints
produce a favorable outcome-a settlement at some point in the process.
A second issue raised by our analysis of state data is the ADA's potential to raise the
employment rate of people with disabilities. The ADA may do little to increase the
employment of people who have always been outside of the labor market if the EEOC
and the state investigative agencies' efforts are primarily devoted to investigating and
resolving the complaints of those who have been employed. Employees' knowledge
of the employer from the inside provides a better opportunity to obtain evidence, and
a stronger position from which to dispute. Advocacy groups and disability-rights
lawyers may need to devote more energy to guiding individuals in the development
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of appropriate evidence and to pressuring the investigative agencies to obtain
evidence that may not be accessible to the grievant. Human service and rehabilitation
agencies may also need to play a larger role in apprising their clients of their rights
as they seek employment, and in instructing them on how best to use the complaint
process available through the ADA and state civil rights laws.
Finally, it is clear from several of the state reports that the length of time that most
agencies require to complete an investigation is well over a year. With budget cuts
at the state and federal levels, this time period is likely to lengthen. If many of those
with grievances decide that filing a complaint is not useful due to the time required
for a resolution, then the ADA may be judged a less potent vehicle for employment
equity than many have hoped.
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A Case of Noncompliance:
Developmental Disabilities in New Mexico
Linda Ann Moore, Ph.D.
Eastern New Mexico University
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On December 28, 1990, U.S. District Judge James A. Parker declared that the state of
New Mexico had violated the constitutional rights to due process of people who have
disabilities and had unlawfully discriminated against those with the most severe
disabilities in its two public residential institutions for people with developmental
disabilities (DD). This decision, rendered in the Jackson case, culminated a class
action lawsuit filed on July 8, 1987,against Los Lunas and Fort Stanton and the state's
administrators in charge of developmental disabilities policies.
This paper analyzes the impact of the national legal environment regarding New
Mexico's policies toward developmental disabilities and the resulting Jackson case.
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Federal guidance and mandates to the states are ambiguous regarding people with
developmental disabilities.
After 1971, Medicaid covered Intermediate Care
Facilities/Mental Retardation if they provided individualized active treatment services
and were primarily rehabilitative. Because federal funding for ICF/MR's was openended, states converted their large residential institutions into ICF/MR's. By 1983,
ICF/MR's housed over 150,000 people at a cost to the federal government of
$2,400,000,000annually.
At the same time, 1970's judicial activism at the federal district court level declared
a constitutional right to adequate treatment in the least restrictive environment for
persons involuntarily committed to public institutions. Federal courts in New York
ordered the reduction of Willowbrook, a massive residential institution; and federal
courts in Pennsylvania, declared that institutionalization denied residents habilitation
and was therefore unconstitutional. This firm judicial stance, however, was not
supported by the Supreme Court, which chose to recognize only an institutional
resident's right to be safe, to be free from bodily restraints, and to receive minimally
adequate training. People with mental retardation did not have a right to appropriate
treatment in the least restrictive environment. The Court also attacked the scope of
the Developmental Disabilities Act, declaring that Congress was using only its
spending power, not its power to require state action, and that the low funding level
at which Congress appropriated the DD Act proved this. The Civil Rights Division
of the Department of Justice quickly followed the Court's lead, declaring that, since
a right to treatment was not guaranteed, they would not pursue such cases.
Thus, by failing to take a clear position, while calling deinstitutionalization hortatory
and not prescriptive, the federal government left states confused and subject to the
decisions of individual federal judges. At the same time, Medicaid offered states the
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Home and Community-Based Services Waivers Program, which would reimburse state
expenses for non-medical services to people living in the community who had either
been institutionalized or who might otherwise require institutionalization if such
services were not available. The Health Care Financing Administration, however,
fearful that the waiver program might be abused, as the ICF/MR program had been,
limited the number of waivers and put arduous application requirements on the
states. This is the federal environment in which states attempted to navigate DD
policy in the 1980's.
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The state of New Mexico is particularly adept at tapping into federal programs. For
every tax dollar leaving the state for Washington, D.C., New Mexicans receive $2.06
back. Spending for the state's two ICF/MR's, Los Lunas and Fort Stanton, inaeased
129% between 1977 and 1988, an increase which might make any State Treasurer
blanch, but actual state spending had barely grown. By 1988, the federal government
was paying two-thirds of the costs of Los Lunas and Fort Stanton. In addition, the
two hospitals employed 1,150 people, a figure which made the two hospitals together
one of the largest employers in the state.
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Spending for community services increased dramatically, from $2,217,000 in 1977 to
$16,445,422in 1988. State funds bore the brunt of this increase. Yet, no more than
1,300New Mexicans (and this is a high estimate) received community services in 1988,
when the DD population of the state was estimated to be close to 15,000. In this
instance, New Mexico was slow to apply for and then utilize federal programs to fund
respite care, supported employment, and early intervention programs, failing to tap
into the federal resources available to it when other states, more deeply committed to
deinstitutionalization, were using federal money.
Conditions at Los Lunas and Fort Stanton did not improve, nor did sufficient
community services exist to ease parents' fears for their children who were living in
the community. Protection and Advocacy, Inc. (P&A), located in Albuquerque, was
formed with a state Developmental Disabilities planning council grant. In 1983, P&A
brought to the attention of the Department of Justice instances of deaths and abuse
due to inadequate treatment, but the state legislature moved to keep Fort Stanton
open despite state studies recommending its closure. At the same time, Los Lunas
required fourteen months to achieve minimal standards for Medicaid funding.
In 1986,a particularly grim series of mishaps, all well publicized, occurred: puncture
wounds and lacerations to the heads of some residents of Los Lunas, the rape and
death of a non-communicative wheelchair user, and the choking death of a man while
being force-fed his evening meal. Under a resulting court order to improve medical
conditions and safety at the two ICF/MR's, the state filed an appeal, delaying any
immediate action. Then, in March, 1987, a Los Lunas staff psychologist distributed
a veterinary product which was used on the residents to stop them from biting their
own fingers. Finally, in July, two Los Lunas residents received severe internal and
external burns after being fed oven cleaner. The resulting financial settlement helped
fund the Jackson lawsuit.
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During the three-and-a-half-year trial, P&A lawyers demonstrated a pattern of
physical abuse and asserted that residents received either no treatment or improper
treatment. The staff, they claimed, made no serious efforts to achieve the community
placement of the residents. The staff itself was too few in number, and it was
inadequately trained.

I

The state claimed that the health and safety of Los Lunas and Fort Stanton residents
were adequate, that they were making satisfactory progress in living skills, and that
the staff was numerically and professionally adequate. State attorneys pointed out
that the Health Care Financing Administration had found Los Lunas and Fort Stanton
to be in compliance with Medicaid requirements. They claimed that P&A was
actually trying to assert that institutionalization, per se, was unconstitutional, a belief
that the federal government did not share, as attested to by its approval of the
ICF/MR program. On the state's behalf, its attorneys noted that there existed
considerable professional disagreement over institutionalization, and that the state
administrators believed such facilities could be, and were, appropriate.
A group of parents resisting deinstitutionalization cited the state's use of Medicaid
approval for Los Lunas and Fort Stanton as proof that these facilities were adequate,
saying that the Department of Justice had been investigating both facilities
throughout the 1980's. They claimed that, since institutional care was necessary for
some people, New Mexico must keep Los Lunas and Fort Stanton open, but with
significantly improved care and treatment. They also expressed considerable distrust
of the community-based care approach, noting the lack of monitoring and the
difficulty in attracting appropriate staff. Services, they claimed, were more available
for residents of institutions than they were for those in the community.
Additional pressure to keep the two hospitals fully in operation came from politicians
whose constituencies included the large number of hospital employees and their
families. Local politicians greeted the possible closure of Fort Stanton as zealously
as residents of a county with a military base fight its closing. New Mexico had been
successful in luring federal funding for ICF/MR institutions, and Lincoln and Los
Lunas counties had come to rely heavily on that money.

(

Judge Parker, unmoved by this political pressure, however, found that the state had
violated the constitutional rights to due process of people with disabilities. New
Mexico, he stated, had unlawfully discriminated against those with the most severe
disabilities. Parker ordered the state to come up with a plan for improvement.
What factors account for the slowness with which New Mexico has approached
deinstitutionalization? First is the low rate of activism in the 1970's and early 1980's.
David Braddock (Braddock, 1987; Bradd~
Hemp, Fujiura, Bachelder, & Mitchell,
1990) has suggested that activism and per capita membership in the Association for
Retarded Citizens are the two major factors which account for a state's commitment
to deinstitutionalization.
In addition, New Mexico has long been dependent on
federal money and had been highly successful in securing ICF/MR funding.
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Switching programs threatened the funding of hundreds of jobs in counties where
unemployment rates are high, but where political clout in Santa Fe is also high. Also,
federal funding has not focused on community-based services. The state of the art in
developmental disabilities when these programs began to increase prescribed
ICF/MR's for people with DD as a reform movement away from nursing homes and
community neglect. Finally, the law is confused regarding the rights of people with
DD. Some of this is political. The federal courts of the 1980's were unwilling to
proclaim a right to community-based care and, thus, left the states considerable
leeway. Mandated by the Developmental Disabilities Act, groups such as Protection
& Advocacy, Inc., challenged institutionalization against the wishes of many parents.
The model for DD care has moved so rapidly over the last 20 years that parents,
professionals, and the legal system have all had difficulty keeping up. A small, rather
conservative state, New Mexico has made no effort to do so. And, in the face of
conflicting and uncertain court decisions, administrators found footdragging to be a
successful technique. Much will depend on the courts of the 1990's.
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Future Disability Legislation:
Comprehensive Solutions or Political Satisficing?
Bonnie O'Day, Ph.D. Student
Brandeis University
Introduction
People with disabilities entered the 1990's with an aura of excitement. Twenty years
of advocacy had culminated in passage of the Americans with Disabilities Act--ADA
(P.L.100-336), a comprehensive, sweeping disability civil rights law that could
dramatically improve their lives.
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But advocates knew that effective and comprehensive education, rehabilitation and
independent living programs would be necessary if people with disabilities were to
reap the fruits of their hard-won victory. They hoped to make long sought after
changes in the nation's vocational rehabilitation (VR) system-perceived by many to
be outdated, ineffective, and archaic--during the re-authorization of the Rehabilitation
Act in 1992. Y-et,three years after passage of the ADA and almost one year after reauthorization of the Rehabilitation Act (P.L. 102-569),the federal/state rehabilitation
system remains substantially intact, with only the most incremental alterations.
This paper postulates that alternate policy-making strategies were used to enact these
two pieces of legislation-a rational comprehensive approach, and a successive limited
comparisons, or incremental, approach. I will document the results, postulate why
each approach was used, and derive implications for passing future disability
legislation.
Americans with Disabilities Act

f
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The ADA represents the most comprehensive, progressive disability rights policy ever
adopted by the United States Congress. Certainly, advocates were forced to make
conciliations-com promises that occurred even before Congressional deliberations
began. For example, chief Congressional sponsors insisted that coverage of airlines
and insurance companies be removed from the ADA draft before its introduction.
Another change allowed public providers of rapid rail services up to thirty years to
make major alterations in key transit stations. Yet, Congress took a major step
towards a new era of inclusion and equality for people with disabilities by passing
the ADA.

l

Rehabilitation Act

1l

Advocates' hopes were high during 1991 that they could secure dramatic reform in the
nation's VR system. At a conference entitled "Re-authorization of the Rehabilitation
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Act-Directions," sponsored by the Washington Public Affairs Center of the University
of Southern California, participants proposed a systematic rewrite of the entire
Rehabilitation Act to "set forth contemporary goals and values" (Washington Public
Affairs Center, 1991, p. 3). Among specific recommendations were presumptive
eligibility for rehabilitation services, elevation of the Rehabilitation Services
Administration (RSA) to its own Secretariat with direct ties to the U.S. Department
of Labor, widespread use of vouchers to purchase services, entitlement to assistive
technology, and elimination of the coded case closure system.
While the ''Directions" conference report appeared to contain something for everyone,
the recommendations clearly called for dramatic and sweeping systemic change, and
a major paradigm shift away from a medically-oriented model of service delivery
towards one that places more power in the hands of consumers. Other advocacy
groups echoed these sentiments. In its position paper on re-authorization, the
National Council on Independent Living (NCIL), an organization of independent
living centers, called for the establishment of a commission composed of a majority
of people with disabilities to make recommendations to the President and Congress
for a major overhaul of the Act. NCIL also recommended that the Act be reauthorized for three years, rather than the proposed five years, so that the
Commission's recommendations could be implemented more swiftly (National
Council on Independent Living, 1992).
Given increased Congressional scrutiny of human service programs, tight fiscal
constraints, and the strong desire of advocates for systemic change, one would expect
to see major alterations in the rehabilitation system during the re-authorization
process. However, a review of the new Rehabilitation Act suggests only incremental
reforms, with barely a slight shift towards empowerment of people with disabilities.
The most striking change in the Rehabilitation Act is the presumption of eligibility
for rehabilitation services. If services are to be denied, the counselor must show
"clear and convincing evidence" that the applicant will not benefit from rehabilitation.
Other less substantive changes include a consumer-controlled advisory committee for
the VR program and a non-mandatory pilot voucher program emphasizing consumer
choice in the selection of rehabilitation providers. This pilot project was proposed
by RSA in response to consumer advocacy for more sweeping application of vouchers.
In sum, although some alterations and changes in emphasis have been made in the
Rehabilitation Act, the system remains largely unaltered. The rehabilitation counselor
is still the linchpin of the service, generally making the decisions about what gets
purchased and from where. The number of case closures is still used to evaluate each
counselor's performance, maintaining a built-in incentive to serve less severely
disabled clients, and to place them in jobs that require minimal expenditure for
training. Policy-making power was granted only to the committee overseeing the
Independent Living program, which governs only about 2.5 percent of the
rehabilitation budget.
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Different Approaches
Deliberation results indicate that a "rational comprehensive" approach was used
during debates on the ADA, and a "successive limited comparisons" approach
dominated discussions of the Rehabilitation Act. The first method is characterized
by values clarification, analysis of which means will produce the desired ends, and
reliance upon comprehensive theory (Nachmias &t Rosenbloom, 1980). In the second
approach, sometimes called "muddling through" or "satisficing," values selection and
investigation of alternate solutions are indistinct. Means to ends analyses are not
conducted because the ends are never clearly stated. No real values clarification is
done because values are viewed as situational. Under this framework, the test of a
good policy is not its effectiveness, but whether it is an acceptable compromise to all
parties. The most incremental policy changes are adopted because only minute
modifications to the status quo are seen as politically feasible (Nachmias &t
Rosenbloom, 1980).
Principles of integration, empowerment, civil rights, and equality guided the ADA
debate, and advocates refused to accept compromises that violated these values.
Although some attempt at values clarification was made during re-authorization of the
Rehabilitation Act, the fundamental alterations in the system to implement the ideals
of consumer control and empowerment were never seriously considered. Senate and
House committee staffers wanted complete agreement between consumer advocates
and rehabilitation providers--including the strongest proponents of change and
advocates for the status quo--before the legislation was introduced. What emerged
was only the slightest shift towards the consumer empowerment model.
Analysis
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Why did advocates succeed in attaining radical civil rights legislation, yet fail to attain
reforms needed just as badly in the nation's rehabilitation programs? Several
possibilities that have been postulated by political theorists are outlined below:
1. Audience Participation: The outcome of a conflict is often determined by the
participation of actors generally not perceived as playing a significant role
(Schattschneider, 1975). One of the major strategies of advocates during passage of
the ADA was to continuously encourage the involvement of disability advocates at
the community level. Public hearings in all fifty states, an elaborate telephone
communication system, meetings with Congressional representatives, action alerts, and
requests for personal testimonials kept large numbers of people involved.
Congressional representatives and their staff-another form of audience--debated the
proposed legislation at length. Deliberations took place in four committees and
several subcommittees in the House of Representatives and one committee in the
Senate before the bill reached the floor.
On the other hand, audience participation during re-authorization of the
Rehabilitation Act was fairly narrow. Although a few hearings to solicit consumer
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input were held outside Washington, most of the debate on the Rehabilitation Act
took place among advocates within the Beltway. Consumer advocates found it
difficult to generate interest in rehabilitation reform issues, but state VR providers
easily mobilized their constituency to protect their program because VR professionals
are generally members of tightly-knit organizations with a national paid staff.
Debates took place within one House and one Senate committee, so most
Congressional representatives were not involved in the debate.
2. Lines of Conflict Another significant factor in the outcome of a debate is how the
lines of conflict are drawn. During the ADA debate, the disability community stood
united against organizations of small businesses, municipalities, transit authorities,
and other forces that sought to weaken the bill. Because the proposed legislation
included protection for all disability groups, the entire community could stand
together behind the legislation. For example, when conservatives sought to remove
people with AIDS from coverage under the Act, disability advocates stood united in
their opposition.
During the re-authorization of the Rehabilitation Act debate, various elements within
the disability community advocated for different alternatives. Advocates could not
agree on the ends to be achieved, so sweeping change became more difficult, and only
incremental changes were adopted.
3. Conuolling the Agenda: One way to exercise power is to focus discussion on those
issues that are comparatively innocuous, thus avoiding consideration of issues that are
perceived as more detrimental to one's interest. The suppression of certain kinds of
conflict is a form of power, limiting decision-making to non-controversial matters
(Bachrach & Baratz, 1986). Interestingly, the most heated debate during the reauthorization process took place around independent living-a program
that
consumes less than 2.5 percent of the rehabilitation budgeL NCIL, with its passion
for advocacy, could have been a strong force for promoting major changes throughout
the Act, but it got sidetracked into fighting only for reforms in the independent living
section.
4. Convergence of Activity: Issues get on the policy agenda when problem
recognition, policy development, and politics-generally operating as independent
streams of activity-converge. The perception by mainstream society that a problem
exists, along with politics-such as an election-and a policy waiting in the wings to
solve the problem, create a brief window of opportunity for meaningful policy change
(Kingdon, 1984). I postulate that these three independent streams of activity came
together while the ADA was being debated, but they did not during the reauthorization of the Rehabilitation AcL
ADA proponents used the problem of unemployment of people with disabilities, as
well as lack of access and other issues, effectively to advocate for the ADA. Of
course, people with disabilities have suffered high rates of unemployment for
centuries, but not until the 1980's did meaningful statistics become prominent.
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Discussions among advocates for a comprehensive civil rights legislation had been
ta.king place for about twenty years, but a specific policy solution--the ADA--was
drafted in 1988. Politics also played a major role, with the growing awareness of the
disability community as a voting bloc. Both 1988 presidential candidates sought to
court the disability vote through endorsement of the ADA, as did Congressional
candidates.
These activities took place on a much more limited basis during the re-authorization
process. Unemployment was still a major problem, but rehabilitation providers and
adv<Xaks could not agree upon a solution. A presidential election had just taken
place., and advocates lacked an obvious way to politicize the issue. Another factor
may J,ave been that particular issues flow in and out of favor, and perhaps Congress
felt that they had already dealt with the "disability question" and were reluctant to
take on another issue for the same group barely two years after the ADA was passed.
Conclusion
Based upon this analysis, I make several strategic recommendations for passage of
strong disability legislation:

1
J

I

j

1.

Insure participation of a wide audience by holding hearings around the country
and getting local advocates involved. Consider the bill in more than one
Congressional committee to insure a wider debate.

2.

Have a solution ready to solve the problem. For example, develop a
comprehensive bill before publicizing the lack of personal assistance.

3.

Develop comprehensive legislation that addresses the needs of all disability
groups to increase the number of proponents.
Adopt the strategy, "a
compromise that hurts one group is unacceptable to everyone," that was so
successful during the ADA debates.

4.

Focus the debate on the key issues. Frame the issues to keep the conflict
outside the disability community rather than between disability groups.

5.

Use current political trends, and identify the disability issue with one receiving
broader attention.
Obtain endorsements for the legislation prior to a
Congressional election, and hold officials to their commitments.

People with disabilities must advocate for strong educational, vocational, and
independent living services to reap the full advantages of their newly-won civil rights
under the ADA. The U.S. cannot afford incremental changes to programs that are
outdated and outmoded, and it must build disability programs upon the bold, new
philosophy of inclusion and integration on which the ADA is based. The civil rights
of people with disabilities will remain an empty shell unless comprehensive solutions
are developed to prepare and support them in confronting the new challenges of the
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21st century. Lessons learned during passage of these two Acts can help us advocate
for comprehensive solutions.
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Section VI
Self and Society: Living with Disabilities
The papers in Section VI are concerned with the ways in which people live with
disabilities, and the social as well as personal factors that contribute to their
experiences.
In "Spaces of Silence: The Changing Lifeworlds of Women with Disabilities," Isabel
Dyck presents data drawn from interviews with women who have multiple sclerosis.
In order to show how social role and access to resources may affect women
differently, Dyck provides two case examples. As the other papers in this section also
illustrate, Dyck suggests that living with a chronic illness and/or disability "is not just
an individual problem, but one that is constructed within an interweaving of
discursive formations and social practices."
Margaret McKenna also interviewed people who have chronic disabilities, primarily
men with osteoarthritis and rheumatiod arthritis. In her paper, "Constrained and
Confined:
The Experience of Arthritis," McKenna uses a phenomenological
perspective to explore how interviewees viewed their bodies, themselves in
relationship to others, and their changing perceptions of social role expectations. Her
paper, similar to Dyck's, calls for helping professionals and social scientists to pay
more attention to clients' nanatives. In addition, health care professionals need to
understand that people who live with disabilities do so within social contexts, not in
a vacuum.
In the third paper, Gary Linn, Kwabena Poku, Van Cain, and Herschell Wanen focus
on "HIV Disability and Mental Distress in Women." Linn and his colleagues report
data collected using a number of measures designed to test factors which might
increase or decrease psychological distress among 95 women who are infected with
HIV. Social support, the importance participants attached to physical symptoms, and
their "perceived coherence" were found to affect their level of psychological
functioning.
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The fourth and fifth papers in this section also focus on women and disability. In
particular, they address the images of gender and disability employed by women
interviewees. In "Representations of Gender and Disability in Women's Life Stories,"
Oaire Reinelt discusses how the women she interviewed, and one women in
particular, perceived themselves and their histories as women with disabilities.
Reinelt describes the ways in which many of the women felt "silenced." (See also
Dyck's paper in this section.) Yet Reinelt also provides an example of how coming
to see oneself as a person with a disability can be an empowering process, changing
the way that person sees herself in terms of both gender and disability.
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Finally, in "'There are Worse Things than Being Dead': Images of Gender and
Disability among Women Who Live with Pain," Lynn Schlesinger describes how the
28 women she interviewed viewed gender and disability. As in the research by Linn
and his colleagues, Schlesinger examines social supports as possible resources for the
women interviewees. In particular, she asks whether they became part of a "chronic
pain subculture" (Kotarbe, 1983). Similar to Dyck and Reinelt, Schlesinger examines
the interrelationships between the interviewees' social roles as women, and the
images of disability they use. Schlesinger did not find the kind of subculture
described by Kotarba, nor did the women view themselves as part of a disability
rights movement. However, as the other papers in this section also show, only by
listening to people's own accounts of their lives can we even come close to
understanding both the processes by which they have come to these accounts, and the
meanings that living with a disability have for them. The accountings themselves
may have an empowering effect on those who tell the stories, as well as on those who
listen.
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Spaces of Silence:
The Changing Lifeworlds of Women with Disabilities
Isabel Dy~

PhD

University of British Columbia
This paper explores the complex ways in which gender, physical impairment, and
space interact in framing the ways women remap their lives and make new
beginnin~ after receiving the diagnosis of multiple sclerosis (M.S.). The word
"remap" is used not solely as a spatial metaphor, but as a way to describe how women
reconstruct space in strategies of living with a body that is spatially and socially
positioned by biomedical discourse and by cultural norms of life course expectations
and responsibilities which operate through everyday, local social practices. This
positioning, together with a woman's own bodily experiences, is associated with a
disempowerment that leads me to talk of the spaces of everyday life as spaces of
silence. Women also struggle against this silence as they remake their lives.
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The concept of the lifeworld, with its focus on the taken-for-granted, mundane
activities of everyday life, has been important to the investigation of the subjective
experiences of those with chronic illness or disability. The loss of the taken-forgranted nature of the lifeworld is one aspect of what Bury terms a ''biographical
disruption," a process that also involves a re-thinking of self-concept and a
mobilization of resources as a person responds to an altered situation (Bury, 1982;
Kaufman, 1988). But what needs to be made explicit in analysis is how lived
experience takes place in specific spatio-temporal settings which, as Giddens (1984)
reminds us, are integral to how structure and agency recursively constitute each other.
The concepts of mobility and scale, as Katz and Monk (1993) have suggested, are
useful in making connections between women's personal biographies and the
discursive formations and material practices in which their lives are situated. They
are also concepts that allow a serious engagement with the body in context, which
begins to address the task of ''bringing bodies back in" (Zola, 1991), or a reclaiming
of personal body experience from the subject's perspective, while also acting as a
point of entry to the wider societal relations that frame the socially constructed nature
of disability.
Changing Lifeworlds, Remapping Space
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This paper is based on the analysis of the interview narratives of 24 women with M.S.
living in a metropolitan area of Canada. Symptoms of M.S. unpredictably and
sometimes profoundly made the living of everyday routines problematic, with the
result that most of the women had withdrawn from the wage labour force in what
they considered to be a permanent move. The home and neighbourhood became their
main activity spaces, but the women's experience of them was substantially altered
as their participation in both paid and domestic work was reduced, as social networks
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changed, as residential moves were made, and as new ways of using public space
were worked out. Two women's situations are presented to illustrate different ways
of reconstructing the meaning and use of domestic and neighbourhood space. Both
women had difficulty walking and were dependent on mobility aids for access
beyond their homes.
"Mrs. Allen," 41 years old, had a Grade 11 education. Her paid work had been mainly
in the service sector, as she took jobs to supplement the family income. Married
young, her identity as wife and mother was central, but her husband left her
following her diagnosis while her children were pre-teens. The children went to live
with their father when Mrs. Allen found she could not cope with them alone, and she
moved into an apartment. Mrs. Allen acknowledged that there was no cure for M.S.,
but she was hoping for a remission in symptoms. At the time of the interview, Mrs.
Allen rarely left the apartment, and most of the physical tasks of household work
were done by a government-subsidized homemaker. However, Mrs. Allen had
achieved some degree of independence in her efforts to maintain herself as a family
member. She did this through commonly-used communication technology, the
television and the telephone, which allowed her to collapse the constraints of space
and time that have accompanied her reduced mobility. Mrs. Allen used a shopping
channel on television to choose clothes for herself and gifts for her many relatives,
items which she then ordered by telephone. She stated that this task took up much
of the year. In this way she severed her previous dependence on her children in these
areas, kept in touch with current consumer products, and, most importantly, kept up
the family connections that were central to the meaning of her life, despite the
physical absence of family members. Living in a well serviced locality, she also
ordered in food for visits from her son and his girlfriend so that she could meet some
of her own expectations of mothering activity. Mrs. Allen conformed as much as she
was able to the social norms of a woman with grown up, as yet unmarried, children.
In contrast, "Susan," 37 years old, was single, had some university education, and had
a career which was important to her. She also lived in a rented apartment. She was
working as ·an assistant account executive at an insurance brokerage company when
diagnosed. Once her symptoms subsided, she searched for work, but now her job
decisions were framed by the diagnosis of M.S. and by the unpredictable nature of
her body. She returned to the workforce for a few years, first working for another
insurance firm and, then, for a service organization for people with disabilities.
While her experience with disability was an asset to the service organization, in the
context of the insurance firm, Susan's access to work participation and, therefore,
income was mediated by biomedical authority. For instance, knowing that she had
M.S., the company requested that she sign a waiver for long-term disability insurance
when she was hired, but required a further doctor's authorizing letter for her to use
the company's handicapped parking spot. At the time of the interview, she found
herself unable to meet the demands of a regular paid job, but she worked in a
volunteer capacity with a non-profit organization for people with disabilities. She
had gained considerable knowledge of the various benefits and subsidies available
for people with disabilities, and she was active in advocating for accessible public
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transportation. This knowledge also allowed her to access services for herself.
Susan's time and use of space were organized around weekly physiotherapy treatment
and homemaker visits, and various meetings of the non-profit society and a self-help
group. Her transportation needs were met by a public transit system for people with
disabilities, and by wheelchair- and scooter-accessible buses.
The locales of Susan's everyday life and movement in space reflect the remaking of
her career around her knowledge of M.S. and her experience of disability, while Mrs.
Allen's activity, although confined within a considerably restricted activity space,
fostered continuities with her identity and role within the family. While the two
women's accounts of their lives with disability differ markedly, they contain elements
common to the responses of other women in the study.
Discussion
The power of medical authority has been a centrar theme in analyses of disability
experience, but there has been less discussion on the ways in which biomedical
discourse is taken up, negotiated, and resisted in the course of everyday social
practices. For the women in the study, the diagnosis of M.S. and its attendant
explanations became parts of the stocks of knowledge on which they drew in
management strategies, just as this knowledge was also drawn on by others as they
responded to the women in both home and work contexts. In effect, the knowledge
and practice of biomedicine acted as a new script or interpretive scheme with which
the women lived, interrupting the women's expectations of a normative lifecourse.
However, through a focus on the concrete spaces in which everyday routines are
carried out, it is possible to begin to tease out how wider social relations mediate the
operation of medical authority in legitimating a woman's bodily experience, and how
they interpenetrate their potential for action.
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Previous research suggests that routine activity within a range of interactional settings
is central to how women acquire, negotiate, and use knowledge as they respond to
changing roles (Dyck, 1990). For most of the women in this study, however, the
configuration in time and space of the settings underpinning their changed lifeworlds,
and their reduced mobility did not promote opportunities for exchanging information
and experiences. Instead, women's practical knowledge of managing their "failing"
bodies often remained personalized, excluded from the institutional practice of
medicine and the mainstream of literature about M.S., and sometimes actively kept
secret by women who anticipated stigma and feared the reactions of others to their
disability. Their spaces, such as Mrs. Allen's, were largely silenl On the other hand,
recognition of the importance of knowledge about disability that is not provided
within the biomedical institutional framework has led to the important functions of
self-help and advocacy groups. Some women, such as Susan, did gain access to
practical knowledge and to social and material resources useful to them in
reconstructing their lifeworlds. Generating knowledge from the sharing of the
everyday experiences of living with M.S., these groups begin to contest the authority
of biomedicine over the body. Nevertheless, while women attempted to reclaim their
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own knowledge of their bodily and social experiences as valid, this alternative
knowledge did not meet on equal terms with medical discourse.
Biomedical
definitions continued to mediate accessibility to work and to interpenetrate the
domestic sphere.
Medical authorities acted as gatekeepers in claims to disability pensions and
supplementary income, as well as to the special services important to women's
mobility and daily needs, such as homemaker services, parking permits, and
transportation subsidies. Medical authority, however, does not act unmediated; in
everyday social practice, it combines with the cultural norms of a ''working life" and
women's position in relation to this. For example, eligibility for certain disability
benefits is calculated on numbers of years in employment and an understanding of
the workday as full-time. Women working part-time or those with an interrupted
working career are disadvantaged.
Economic marginality and difficulties in
maintaining social networks were particularly evident for women who had spent most
of their adult life in traditional female occupations or working in the domestic sphere,
and who were divorced, separated, or never married. These women were also the
most likely to make residential moves to rental accommodations and a poor standard
of housing, thus making them the least likely to be able to make the major interior
modifications to their homes that would enhance their mobility and their ability to
carry out daily routines. Although not statistically representative, this study suggests
how the intersection of socio-occupational position and marital status is important to
the distribution of resources, whether this be equity in the housing market, in
transportation, in material goods, or in alternative medical care. How the current
lifeworlds of the women are experienced, therefore, cannot be divorced from their
positioning within an organization of gender relations which circumscribes social
divisions of labour in both the domestic sphere and the wage labour markets. Living
with a chronic disability is not just an individual problem, but one that is constructed
within an interweaving of discursive formations and social practices that shape and
define the ways in which women may remap their lives in time and space.
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Constrained and Confined: The Experience of Arthritis
Margaret McKenna, Ph.D., M.P.H.
ConTEXT Sociocultural Research & Analysis
Introduction
A chronic disability, such as arthritis, that is intrusive on daily activities prompts
those who experience it to seek an explanation of its significance for present and
future levels of activity and existence. Every day, individuals seek their own social
and spiritual order, develop causal notions of disability, and try to relate their
experience in the midst of the disruption associated with a chronic condition (Nerenz
&t Leventhal, 1983; Taylor, 1983; Williams, 1984).
This paper uses a phenomenological approach to describe the significance of the

experience of arthritis. The significance of arthritis for a group of those with this
disability is explored in relation to aspects of mainstream American culture. Arthritis,
to some degree, affects more than 36 million Americans. This description is an
examination of a common disability that, by virtue of being so familiar to us, nearly
escapes our scrutiny (Turnbull, 1983).
Phenomenological Approach and Anthropological Inquiry
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The phenomenological approach, which has been aligned with anthropological
inquiry, is a means of analyzing the significance of contextual and experiential aspects
of chronic illness or disability. The phenomenological study of the experience has
described the relations between individual experience and the social world-the ideals,
values, and norms in terms of which human behavior is defined (D' Andrade, 1984;
Fortes, 1953; Kaufman, 1988; Kestenbaum, 1982). The phenomenological perspective
focuses on understanding the human factors, the experience, and the processes
associated with coping with a chronic condition, a focus which I will develop for the
case of arthritis.
Individuals' illness or disability behavior is constructed and reconstructed in light of
socioculturally constituted concepts including illness/disability categories and
interpersonal interactions (Singer, Davison, & Gerdes, 1988). Phenomenology as a
"style of thinking" directs attention to chronic conditions, not as material and mental,
but as experiential (Kestenbaum, 1982; Merleau-Ponty, 1962). The experiential
elements include the perceptions, sensations, and feelings in one's body that persist
in the minds of those with illnesses or disabilities. The phenomenological approach
shifts the focus of thinking from the individual's subjective experience of
illness/disability in light of the objective reality of disease or impairment to the
phenomenon of lived experience (Kestenbaum, 1982). The phenomenological
perspective focuses on illness/disability as a form of human experience. It begins
with the body as a locus for perception and interaction, and further describes the
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relations of the body and the environment (Bidney, 1973; Frank, 1986; McBride, 1979;
Merleau-Ponty, 1962).
Informants and Methods
The disruptiveness of arthritis became apparent to me when I conducted explanatory
model interviews with a sample of 51 people (predominantly male) with osteoarthritis
or rheumatoid arthritis. The interviews were conducted with a random sample of
patients seen over six months in two clinics at a Veterans Administration Medical
Center. The informants ranged in age from SS to 84 years, with a mean age of 66
years. The majority (n=3S) were married, and the majority (n=42) were middle or
lower-middle class as defined on an index of occupation and income. The duration
of arthritis symptoms ranged from one year to forty-one years with a mean duration
of 20.1 years.

I
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Alteration in Body-image
Applying a phenomenological perspective to chronic illness or disability means
describing the experience of arthritis as it affects an individual's whole being by
impairing the body, reducing one's ability to make free choices that would allow one
to recover independence, increasing one's reliance on others, and lessening one's
sense of self-image (Pellegrino, 1979). The experience of arthritis is revealed in four
realms of sensations and feelings of the informants: (1) the individuals describing
their body-images and perceptions of alteration due to disability; (2) the individuals'
expanding awareness as they compare themselves to others who have the same
disability; (3) the placement of people with arthritis in relation to societal norms and
cultural values; and (4) the individuals' own normative expectations, which they
derive from their disability/illness experiences.

~

Many of the informants described their heightened awareness of bodily sensations:
pain, discomfort, joint stiffness, feelings of heaviness, and warmth in the joints.
Buytendijk · (1974) described this increased awareness as the body being in
disequilibrium with the environment: ''The body appears in the aspect of its weight,
its materiality, its impotence, uselessness and absent availability" (p. 54). Normally,
the body is in equilibrium with the environment, and an individual offers minimal
attention to bodily sensations. The informants found their sense of bodily integrity
negatively affected and altered to the extent that their bodies consumed their attention
and energy (Pellegrino, 1982). The assumption made by many of the informants was
that they would retire to new pursuits, but they faced a restricted existence, which
was described by Toussaint (1976): "My body calls attention to itself as an obstacle,
or as Plato would say, a prison. Thus, my body becomes like an object, something
alien to my intention" (p. 179).

j

Rawlinson (1982) described how illness constricts one's world and restricts one's
reach. The informants described the constriction in their lives due to arthritis:
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fishing trips that were never taken, everyday chores that went undone, walks in the
neighborhood or to the mail box that were not made.
Individuals with severe arthritis reorganize their lives around what Zaner (1982)refers
to as the centering presence of their condition. The family's actions are planned
according to how much activity the person can endure. Some families relocate to onestory homes that are wheelchair-accessible. Some informants stated that walking
outside becomes tenuous when walking surfaces are uneven or unpaved, when there
are stairs and no ramps, when the rain has made a path muddy and one fears slipping
and falling. The intimidation associated with walking was sometimes associated with
a loss of independence. The experience of the informants was that disability had
impaired their abilities to have freedom of choice (Pellegrino, 1982).
Comparison of self to others
The informants also expressed a camaraderie with others who have arthritis, a
camaraderie that Schweitzer (cited in Zaner, 1982) termed the "fraternity of those
marked by pain." Informants talked to others about symptoms experienced and
treatments tried. They compared themselves to others in terms of "not being as bad
off as another .guy" or "still able to get around on my own." The comparisons evoke
the image that the individual is relieved to some extent, but they also call up the
image that illness or disability is unfair and demonstrates a special sense of an
injustice committed (Zaner, 1982).
Individuals who have arthritis reflect on the apparent injustice or happenstance that
they have developed arthritis. Two levels of awareness are evident: one is
comparative justice, and the other is autobiographical reflection. The informants seem
to have accepted their fate as either good in comparison with others, or bad when they
perceive themselves to be more affected by the disability than others are. The other
level of awareness is the individual pondering the question of ''Why me? Why did
I get arthritis?" They often retrospected on a lifetime of events to identify factors that
contributed to their condition.
Societal values and cultural norms
The informants also stated their discontent with no longer being working,
contributing members of their families, or of a larger network. Informants forced into
early retirement due to arthritis symptoms were dismayed at not being able to be the
head of the household. Disability deprived the informants of the sense of integrity
and feelings of self-worth that were based on their occupational roles. Rawlinson
(1982)described illness as the obstruction of possibilities. For the informants, arthritis
significantly obstructed their occupational and recreational possibilities.
The informants' everyday world of working and of achieving their identities through
their occupational roles had been transformed into a situation of daily existence. The
body had ceased to be the instrument for attaining their goals, that is working to
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achieve money and status; rather, the body had become the barrier to achieving their
personal goals and socially influenced values (van den Berg, 1972).
The informants described a sense of isolation or separation from others based on their
inability to achieve culturally influenced ideals as a result of their disability. Sontag
(1979) has argued that the stigma of illness is often associated with the cause of
illness. However, in the case of arthritis, personal blame is neither assumed by the
person experiencing it nor associated with the cause of illness by the general public.
Rather, the stigma of illness/disability is more often associated with the consequences
of arthritis. What does exist in arthritis that causes individuals to feel separated from
mainstream ideals or cultural values is that middle class Americans disvalue the
dependence and Joss of vigor that occur with arthritis. We disparage the withdrawal
from social responsibilities and occupational roles that may be made by individuals
with chronic illness or disability. We place a negative value on the changes in
appearance that may accompany years of enduring pain and taking anti-inflammatory
drugs. For an individual with a body that is perceived to be impaired, the perceptions
of what one can achieve and what can be accomplished in time and space are altered.

t

Transformation of societal values and norms to group norms, values
The taken-for-granted world of the person with arthritis becomes transformed due to
disability.
The informants described the transformation of their worlds as
problematic. The goals of mobility, productivity, and independence had given way to
norms of rationing one's endurance to get through periods of exertion. The goal of
an attractive body-image had given way to the self-concept of someone less than ideal.
Norms of talking about physical accomplishments, daring feats of vigorous activity
were transformed to discussions of treatment sources that might provide relief
sufficient to ease the individual through daily activities.
Conclusions
A phenomenological study of chronic illness/disability produces an account of
individuals feeling alienation, separation, and group solidarity in relation to cultural
values and social norms. This account calls for an increased understanding by social
scientists and health care professionals. The informants linked their experiences with
past life events and projected the meaning of their disability onto future life
experiences. Health care professionals should recognize individuals who have chronic
conditions as humans in the process of redefining self in terms of a changing body
image, evolving feelings of self-worth, and future representations of self (Pellegrino,
1979).
Health care professionals may base their interactions with patients on the
understanding that individuals with chronic illnesses or disabilities shape their
self-images in terms of bodily sensations, in reference to others, and in relation to the
larger social context--specifically group values. Directions for patients and discussion
with patients should include attention to the physical and social dimensions of
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chronic illness/disability: sensory statements, interpersonal interactions, and future
projections (Leventhal, 1975). Attention should be given to explaining how
procedures will alter one's bodily sensations, since individuals are first concerned
with their own bodies. Health care professionals should also try to predict the effects
of regimens or medications on the future condition, since patients both reflect on past
experiences and project the implications of illness/disability onto future experiences.
Advocacy in response to these individuals who have arthritis includes communicating
the informants' prevailing attitudes to health care professionals and other involved
providers. Advocacy should take the form of translating the knowledge of the social
production and cultural construction of illness/disability that is gleaned from
informants into the pragmatics of health care services. The next step is to make the
informant population the decision-making group.
A source of discontent is the sense of alienation felt by individuals who face mobility
restrictions in a society that values activity and independence. There are several
implications regarding entitlement; individuals who develop a chronic illness or
disability late in life have much to teach us about this subject. These individuals feel
entitled to participate in recreation and occupations, as they had done prior to the
onset of arthritis.
The helping professions should adjust their attitudes to view the adult with a chronic
illness or disability not as disenfranchised, but, rather, as entitled and eligible-and
differently abled--entitled to walk or wheel on ramps, to be accommodated by paved
walkways and not by gravel, entitled to clearance space for van lifts. The source of
strength for individuals who develop disabling conditions later in life could well be
individuals with earlier onset. The task is to bind individuals who perceive
themselves to be newly disabled with the human community.
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With the enormous increase in HIV infection, the issue of how medical problems
relate to psychological functioning has taken on new meaning and urgency for health
care policy. By early 1992, 213,641people in the United States were diagnosed with
AIDS, and an estimated one to two million were HIV infected (Centers for Disease
Control, 1992). The development of effective strategies to meet the mental health
needs of men and women depends upon a better understanding of the pattern of
association between HIV and psychological distress.
The objective of this study was to test several hypotheses that predict depression and
anxiety in adult women infected with HIV. This analysis addresses the following
question: Is the level of perceived coherence, i.e., the extent to which individuals
derive meaning and purpose in their lives, despite their stage of HIV illness and
degree of symptomatology, related to their level of psychological functioning?
Conceptual Framework
The conceptual model for this study was derived from learned helplessness theory
(Seligman, 1975), the concept of perceived coherence (Antonovsky, 1980; Lewis &
Gallison, 1989), and social support theory (Cohen & Willis, 1985). Seligman (1975)
argues that learned helplessness is the outcome when a person experiences an event
or situation as uncontrollable. HIV-illness is an uncontrollable event, i.e., the
perceived association between the individual's health-related behavior and his/her
physical well-being breaks down. Studies completed on healthy adults have found
considerable support for the link between uncontrollable negative events and
dimensions of distress, such as depression and anxiety (Averill, 1973; Miller, 1979;
Sherrod, Hage, Hal pem, & More, 1977).
Another concept that is relevant to the study of uncontrollable chronic illness is
perceived coherence (Antonovsky, 1980; Lewis, personal communication, October 4,
1990). It indicates the extent to which an individual derives meaning and purpose
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from her/his situation. The focus of the concept is on the situation being under
control, rather than under the person's individual control. Thus, coherence is distinct
from Wallston, Wallston, Kaplan, and Maides' (1976) or Rotter's (1966) locus of
control
In clinical terms, coherence measures a person's resolve over his/her current illness
despite the existence of distressing symptoms. With higher levels of coherence,
patients can have painful symptoms, but still feel "adjusted" because they have
obtained meaning from their condition. Specifically, one can say that they have
mentally processed their illness in ways that permit them to live their lives with less
cognitive or emotional disruption (Lewis & Gallison, 1989).
For this study, it was proposed that having more HIV symptoms and being at a later
stage of illness would result in a greater sense of meaning and purpose. Following
the insight of Lewis and Daltroy (1990), we assumed that more advanced stages of
illness and greater symptomatology would accentuate attributional searches, i.e.,
searches for causes of the HIV illness or the exacerbated state, including an
understanding of why the illness or exacerbation is happening to the person at this
time and in this way. If the attributional searching is successful and yields an
explanation acceptable to the person, coherence should be higher. Behaviorally, this
means that greater search activity would result in higher levels of coherence.
Furthermore, greater levels of coherence were expected to decrease depression and
anxiety.
Antonovsky (1980) identified particular social-structural and cultural-historical
conditions as the source of the sense of coherence. What is theoretically significant
in this case is his insight that the development of an orientation that life is
purposeful, meaningful, and predictable (ie., a sense of coherence) depends upon
receiving resources from social relationships that facilitate successful problem solving.
For this study, Antonovsky's conceptualization implies that women with HIV who
obtain emo~ional and instrumental resources from socially supportive relationships
would have a stronger sense of coherence.
Also relevant to our model is the large group of studies that have demonstrated the
importance of social support for psychological functioning among adults with chronic
illness (Dean & Lin, 1977;Husaini, Neff, Newbrough, & Moore, 1982; Linn & Husaini,
1985; Mueller, 1980;Turner, 1983). Support obtained from confidants and friends was
found to ameliorate the negative impact of physical illness on mental health. This
relationship has also been noted in several descriptive studies (Dilley, Ochitill, Perl
& Volberding, 1985; Kendall, Gloersen, Gray, McConnell, Turner, & West, 1989;
Weiss, 1988) and in at least one qualitative theoretical analysis of people with AIDS
(Weitz, 1989). For this investigation, we proposed that persons with HIV-illness and
higher levels of social support would have less depression and anxiety than similarly
infected individuals who lacked support.
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Hypotheses
The following hypotheses were based upon the above theoretical discussion:
1.

Development of advanced HIV-illness (i.e., ARC and AIDS) and more HIV
symptoms, will result in higher levels of derived meaning and purpose
(coherence).

2.

Development of advanced HIV-Illness (i.e., ARC and AIDS) and more HIV
symptoms, will produce higher levels of depression and anxiety.

3.

Higher levels of derived meaning and purpose (coherence) will produce lower
levels of depression and anxiety.

4.

Greater levels of social support will result in higher levels of psychological
functioning (i.e., greater levels of perceived coherence and less depression and
anxiety).
Method

Sample
This analysis is based upon data obtained from 95 HIV infected adult women (18
years or older) who sought support, counseling, and maintenance services (between
May of 1990 and October of 1993) from one of three HIV care and referral centers in
Tennessee--Nashville Cares, The Louisville Health Trust, and Friends for Life
(Memphis). The sample, therefore, was not representative of the population of HIV
infected adults in the Mid south. Agency social workers gave potential respondents,
i.e., those determined to be mentally and physically capable of filling out a
questionnaire, information about the study and written informed consent materials.
Consequently, the sample underrepresents the people most seriously ill with AIDS.
Seventy-eight percent of those who were eligible completed the self-administered
instrument. An analysis of the demographic and medical characteristics (age, race,
education, income, HIV diagnosis) of persons who refused to complete the
questionnaire found that they were similar to the clients who agreed to participate in
the study.
The respondents are predominately Black (74% Black vs. 26% White) and young
(mean age 32) with limited education (mean years of education 11.7) and income
(mean income =$10,000). Their most frequently given reasons for having a positive
HIV test were "multiple male partners" and "IV drug use." With respect to stage of
illness, 66 percent of the study participants indicated that they were HIV positive, 23
percent said that they were ARC, and 11 percent reported that they had been
diagnosed as having AIDS. All interviewees had been assessed by their physicians
with regard to their HIV status.

=

=
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Measures
Instruments used in the study included: The Center for Epidemiological Studies-Depression (CES-D) Scale (Radloff, 1977;Weissman, Sholomskas, Pottenger, Prusoff,
& Locke, 1977),the Anxiety Scale (Lewis, Firskh, and Parsell, 1979),and the Perceived
Cohamce Scale (Lewis & Gallison, 1989). Further, there were individual items on the
questionnaire which measured demographic characteristics, HIV status and symptoms,
social support, and AIDS-related illnesses.
Results from Path Analysis
Tests of the exploratory theoretical model are presented in Table 1 and Figure 1. In
order to test the study hypotheses, multiple regression analyses were performed using
simultaneous entry of predictors for each hypothesized dependent variable in the
model. The regressions assume uncorrelated error terms and that causal effects are
unidirectional (Le., a recursive model). Before the analyses, data were inspected for
univariate and bivariate outliers as well as for normality of distributions.

Table 1
Correlation Matrix For Path Analyses (N=95)
HIV
Svmptoms

Stage of Illness

HIV Symptoms

Race

.43**

Race

Income

Social

Coherence

Anxiety

Depression

Suppon

-.22•

.15

-.03

-.16

.21 *

.34*

-.26*

.19

.16

-.08

.35**

.36**

-.34**

-.22*

-.07

-.16

.06

.34°

.08

-.06

-.01

.23*

.04

-.12

Income
Social Support
Coherence

-.27**

Anxiety

-.51 **
.51 **

Depression
*P < .05; **P < .01
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Figure 1: Estimated Theoretical Model. Paths Represent Standardized Beta Coefficients

Hypotheses 1 and 2. The results show that stage of HIV illness did not influence the
female respondents' sense of meaning and purpose (coherence), nor their depression
or anxiety. Development of more advanced HIV-illness (i.e., ARC and AIDS),
unexpectedly, did not significantly change their sense of meaning and purpose in life
or reported depressive or anxious feelings.
HIV symptoms, irrespective of the stage of illness, however, affected two of our three
measures of psychological functioning. Women with greater numbers of physical
symptoms, as hypothesized, were more depressed (beta=.26; p<.01) and anxious
(beta=.33; p<.01), but the number of symptoms was not related to the level of
perceived coherence. Predictably, progression to a later stage of HIV-illness produced
significantly more physical symptoms (beta=.43; p<.01).
Hypothesis 3. The degree to which clients derived meaning and purpose from their
current situation, regardless of the stage of illness or number and severity of HIV
symptoms, was a significant predictor of their level of depression and anxiety.
Specifically, as proposed, a greater sense of coherence reduced depression (beta= -.46;
p<.01) and anxiety (beta=-.27; p<.01). Thus, the results support the third hypothesis:
Higher levels of derived meaning and purpose (coherence) will produce lower levels
of depression and anxiety.
Hypothesis 4. The clients' social support significantly affected their sense of
coherence, irrespective of the stage of illness or the number and severity of HIV
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symptoms. The presence of more confidants increased derived meaning and purpose
(beta=.23; p<.05).
While social support did not directly influence depressive symptoms or anxiety as
predicted, it appears to have indirectly influenced these dimensions of psychological
dysfunction through the path between coherence and depression. Therefore, our last
hypothesis received partial support.

I

Discussion

f

Interpretation of Findings
The results of this study emphasize the relative importance of perceived physical
symptoms over stage of illness for psychological functioning among adult women
with HIV. Furthermore, this analysis also shows the potential importance of a sense
of coherence for psychological functioning of adults infected with HIV. Female
clients who experienced a greater sense of derived meaning and purpose (perceived
coherence) from their situations, regardless of the stage of illness or level of
symptoms, reported lower depression and anxiety than other HIV infected women
who sought counseling and maintenance services from the three care and referral
centers.
It is also important to note that clients with more confidants, regardless of their stage
of illness or level of symptoms, exhibited a stronger sense of coherence. This finding
substantiates the Antonovsky's (1980) observation of the social-structural basis of
coherence, and it indicates that, for our group of HIV infected women, the growth of
a perspective that life is purposeful, meaningful, and predictable depends upon access
to understanding and help from significant others.
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Representations of Gender and Disability in Women's Life Stories
Claire Reinelt, Ph.D. Candidate
Brandeis University
This paper explores how women represent the meanings of gender and disability in
their lives through the stories they tell about themselves. By relating how their
parents treated them when they were young, the choices they made in life and in their
relationships, women reveal conceptions of gender and disability that are experienced
as personal, yet are derived in large part from socially available discourses.
Disabled women, similar to women of color, live with multiple oppressions." Some
of the earliest theoretical writings about women with disabilities, such as the work
of Michelle Fine and Adrienne Asch (1981) on rolelessness and the work of Mary Jo
Deegan (1985) on multiple minority groups, identify the complexities and
contradictions of being a woman and having a physical disability. These researchers
point out that the oppressions that women with disabilities experience are not
captured simply by combining existing feminist and disability analyses. Rather,
analysis needs to be based on the lived experience of women who have disabilities.
This paper begins by analyzing stories that women told me in an effort to uncover
particular conceptions of disability and gender that are embedded in these stories.
The paper ends by suggesting that we need theories of identity and subjectivity that
capture the complexity of living simultaneously with all aspects of one's identity.
Women Relating Stories From Their Lives
Susan was born with albinism and is legally blind. Susan's disability was never
openly discussed in her family. She remembered her mother getting angry at her
when she stayed out in the sun too long. She reflected,
I couldn't understand until I was a parent why she was so angry at me when
I would stay out in the sun and I'd get really burned. She was scared; it was
fear, it wasn't really anger. But it was anger towards me because I went out
and did this thing again. Then I learned I was differenL
Susan learned she was different through her mother's anger and the teasing of other
children when she was in school. The lack of direct communication about her
disability contributed to Susan's negative self-image and insecurities.

For important writings by women of color on living with multiple oppressions, see
Lorde (1984), Anzaldua (1990), and Lugones (1990).
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Other women related similar experiences.
childhood:

Meg, who has polio, talked about her

My parents never talked to me about polio; how it had affected me or what
would happen to me in the future. They were denying that I was different
from my sisters, assuming instead that if they treated me like them, everything
would work out fine. I didn't want special treatment, but I did need to
understand my differentness. ••. I was learning that being disabled was a bad
thing to be. . • . I was convinced that I was a bad, stupid, worthless, ugly
person and that I could do nothing to change this (Kocher, 1984, pp. 101-102).
Both Susan and Meg experienced disability silently. No one in or out of their
families spoke with them honestly and openly about having a disability. This silence
became internalized as shame and self-loathing with which they both had to struggle
well into adulthood.
Other women interpreted the silence differently. Marge's family also did not discuss
her disability. In fact, Marge never considered herself to have a disability, even
though she had a severe form of arthritis, used braces and crutches, and went to a
school for chµdren with disabilities. The fact that her family treated her like her
sisters affirmed for her that she was not different. For Marge, ''being disabled" meant
being dysfunctional, and, as long as she could function, she did not consider herself
to have a disability. Marge believes her family's attitude contributed to her self·
esteem.
None of these women had had her disability acknowledged as part of her identity.
All had experienced the silence of others about their disabilities, but the meaning of
this silence was more hurtful to Susan and to Meg than it was to Marge. Perhaps
Marge's family was closer and more supportive, or, perhaps, as an African-American
growing up in a family of all women, being different and struggling were just part
of daily life'.
The silent response to disability was equally present in families around issues of
sexuality and motherhood. When I asked Susan what she had learned about her
sexuality from her family, she gave me a succinct, but very revealing, answer:
My mother was very protective. Her words were 'you don't want men pawing
you all over.' Maybe that was where she was. And I was really uncomfortable
with my disability. I don't think I felt desirable to people. I put my energies
into school.
So many themes are raised in this short statement. First is her mother's discomfort
with male sexuality and the total lack of affirmation of female sexuality. The
predatory metaphor her mother used to describe male sexuality completely eclipsed
any possibility for an empowered female sexuality. While her mother made no
mention of Susan's disability, one wonders whether her response would have been
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the same if her daughter had not had a disability. Regardless, Susan immediately
raised the link between desire, sexuality, and disability. She did not feel desirable
to men because her self-image as a woman with a disability did not include feeling
sexually attractive. Her resolution for these feelings was to put her energies into
school Many of the women with whom I spoke made this same decision for
themselves. In some cases they were actively encouraged to pursue school and a
career by their parents; in other cases it was the only alternative path available when
the traditional paths of marriage and motherhood were foreclosed.
There is considerable silence within most families about female sexuality, although
the meaning of this silence and the unspoken expectations differ for girls with
disabilities. Amanda, who is blind, did not remember anyone ever telling her she
could not have children.
It's just that whenever my family was around young children, my sister was
always encouraged and allowed to play with the kids. I was never told I
couldn't, but if I ever attempted to, my mother would obviously get more tense
and give me a lot of instruction. The message was clearly that I was bright and
that I was expected, unlike other people in my family, to go to college and to
get an .education and to be a career person . . . marriage and children were
secondary, if that.
There was silence, but it was a loaded silence, full of unspoken messages.
The lack of information or the misinformation about sexuality left many women
thinking they could not get pregnant; others were simply paying no attention to the
fact that they might get pregnant. The result is that, of the 16 women I interviewed
who got pregnant, over half did not plan the pregnancy.
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For many of the women I interviewed, having a baby was an affirmation of their
womanness. . Having grown up feeling more disabled than female, pregnancy,
childbirth, and childrearing gave them access to the world of women that had been
denied to them so often. Entry into the world of motherhood comes at a price for all
women, but it can be even more complicated for women with disabilities because
motherhood often represents an achievement they did not think possible, rather than
something that was always expected of them.
Susan spoke many ti.mes about the isolation she felt as a young mother. She and her
husband had very traditional gender roles. She was responsible for the children while
he attended graduate school and prepared for his career. I asked Susan if these
gender expectations changed when the women's movement came along. She did not
answer my question directly, but her answer shows once again the complicated ways
in which disability and gender interact:
Before I got into the women's movement I found that I needed to get out of the
home. I stayed home too long. I think that was also disability related. I'd lost
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my confidence to get out there and compete and it was o.k. for me to be at
home.
Susan clearly recognized that she had stayed home too long. When she tried to find
an explanation, she fixed it once again on her feelings about her disability without
any acknowledgement of the realities of being a young mother of children. The
literature on able-bodied mothers addresses the isolation and lack of confidence that
many young mothers experience when they are full-time stay-at-home moms (Rossiter,
1988). Rather than identifying the oppressive aspects of traditional gender
arrangements, Susan sustained the traditional structure of gender relations within
white-middle-class nuclear families by unaitically asserting that it was okay for her
to stay home. She did not mean that it was okay for her personally; she meant that
it was socially acceptable for women to stay home and take care of their children. In
Susan's case, it was not emotionally healthy because she was in an unsupportive
marriage.
After 20 years of marriage, Susan and her husband divorced.
decision, she said,

Reflecting on that

I don't think I was thinking oh I'm going to get out of this as soon as my kids
are grown. I just kept trying to make it work. Then when the kids were out
I thought maybe we could reevaluate our marriage to see if we should stay
together. We decided we couldn't. I think part of my staying with it for such
a long time had to do with disability, just not knowing how I was going to
cope on my own out here without any family support.
Once again Susan used disability to explain why she stayed so long in an unfullfiling
marriage. Disability was, for Susan, a much more compelling explanation than either
gender or economics for why she stayed in the marriage.
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Susan and her husband were both college-educated, but they were always poor. At
some point Susan recognized that, for her own well-being, she needed to become
economically more independent. In another very revealing statement that raises the
complexities of trying to understand the interactive effects of disability and gender,
Susan tried to understand why she did not go out to get a job sooner.
I think that may be how the disability affected me, I wasn't as good as I might
have been at getting out there and being financially supportive. And so I was
really kind of torn to stop being there for the kids, but if I hadn't had the
disability maybe I would have been out there, maybe it didn't really matter.
I don't know.
Susan really did not know why she did not get a job sooner. She asserted first that
it was disability-related, but she was not sure. Her uncertainty suggests that she
knew at some level that this was not the whole explanation. Susan recognized the
pull she felt to be home with her children, but, without a critical analysis of the
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patriarchal structure of heterosexual marriage and childrearing practices, she blamed
herself for not being more assertive. Since her sense of herself as unassertive and shy
had been linked all her life to her disability, she leaped first to this explanation.
The Social Construction of Disability and Gender

I
f

I

The dominant discursive &amework for understanding disability prior to the
disability rights movement was called the ''personal tragedy theory of disability"
(Oliver, 1990). Disability is constructed as an abnormality and personal inadequacy,
leaving individuals who internalize these messages with a deep sense of shame and
self-loathing. Gender oppression works very differently. In the traditional structure
of gender relations, woman is the other, but she has a very definite role to play within
this system. She is often disadvantaged economically, politically, and emotionally, but
she is able to construct a positive identity for herself even within a patriarchal society.
The able-bodied world, by contrast, has not provided any positive roles for people
with disabilities. Perhaps it was Susan's lack of any positive association with her
disability that made her more likely to focus on disability than on gender as an
explanation for her unassertiveness.
The structure of gender relations remains relatively unproblematic in Susan's account.
It is not surprising that when Susan found the strength to move out into the wider
world, she sought out an independent living center. In fact, after volunteering for
some time, she took a job as a counselor. The job gave her a sense of shared
community and economic independence, both of which were crucial for building her
self-confidence.
Disability occupied a complex and contradictory place in Susan's life. On the one
hand, it was and always had been a source of pain, isolation, and fear. On the other
hand, it had also been the source of her emergent feelings of empowerment and selfdiscovery. The independent living movement, with its discursive framework of selfhelp and empowerment, challenged the discursive framework of personal inadequacy
and failure by replacing it with an understanding of the systemic social practices that
oppress people with disabilities. It has been difficult for Susan to recast years of
feeling inadequate, but the process has begun for her. Susan is a more empowered
person, not only as someone with a disability, but also as a woman. Her participation
in the independent living movement and her job at the independent living center
made it possible for her to leave her husband and to live on her own.
Conclusion
I have tried to show the complex ways in which disability and gender have interacted
in Susan's life. She was more focused on and conscious of the impact of disability
on her experiences, but she has lived her life in a web of gendered expectations and
relationships that have also shaped who she is and how she feels about herself, even
if she has not been as fully aware of them.
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In concluding, I suggest that we need theories of subjectivity and identity that are
more flexible and complex (Hollway, 1984). We cannot separate out and define one
aspect of our identity apart from any other. At the same time we need to recognize
that, in lived experience, one part of who we are may dominate our sense of self.
Respecting the whole of who we are without arbitrarily equalizing all aspects of our
identity, or plucking out one aspect of ourselves and making that the whole is the
challenge of both living and theorizing about that living.
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"There are Worse Things than Being Dead":
Images of Gender and Disability Among Women Who Live With Pain
Lynn Schlesinger, Ph.D.
SUNY-Plattsburgh
Introduction
This paper is based on in-depth interviews with a group of 28 women, aged 20-50,
who live with either continuous or on-and-off back, joint, or muscle pain. In this
paper I will discuss whether the women talk to other people about pain, and the
images of disability and gender that they employ. I will also look at the women's
attitudes towards joining support or self-help groups. Studies of formal and informal
support systems are an important part of the literature on aging (e.g., Myerhoff, 1978;
Morris, Morris, & Sherwood, 1984; Stoller, 1993). From what sources do younger
people in physical pain draw support? Kotarba (1983) suggests that people in pain
may become part of a "chronic pain subculture":
As people seek help they encounter others with similar problems from whom
they can gain information and with whom they can share experiences. Besides
the physician's office, other sources of contact with the chronic pain subculture
include family members, neighbors, friends, the media, and even chance
encounters with strangers. (p. 74)
Do such subcultures develop? What circumstances encourage or hinder their
formation? For example, if someone does not seek formal help, s/he will not meet
others in waiting rooms or agency hallways. If family members view someone's pain
as "illegitimate," it might be very difficult to turn to them for emotional and physical
support. By looking at interviewees' implicit and explicit statements about pain and
disability, we may understand further the relationships between chronic pain and
stigma, as well as implications for the inclusion in the disability rights movement of
people who live with pain.
In other writings (Schlesinger, 1993; 1994), I have discussed in greater detail the
methods used in this study, and the relative advantages and disadvantages of living
with pain as experienced by the 28 women interviewees. I also examined whether
they perceived relationships between pain and social categories, such as aging, race,
ethnicity, class, and education. In this paper I concentrate on the women's statements
about gender and disability.
Pain is invisible and unmeasurable (Osterweis, Kleinman, & Mechanic, 1987). "Pain
talk," whether through direct statements ("I really hurt today") or indirect
vocalizations ("ouch"), provides one way for people who live with pain to make that
pain apparent or "visible." Chronicity, pain that is not necessarily constant but

217

continuous, or pain that recurs is hard to explain to other people. One reason some
women gave for others not being able to understand or for having difficulty
understanding was pain's invisibility. The women in this study often had ways to
desaibe their pain and believed that certain behaviors were signs of pain. It may be
that pain is not difficult to describe or indicate absolutely, but, rather, that it is
difficult to describe adequately in order to have one's experience validated. And to
have one's experience validated by others and by oneself is key not only to
self-esteem, but to the receipt of support, help, and information.
While many of the women in this study thought it would be helpful to talk with
others, particularly others who also lived with pain, they seemed to prefer informal
conversation and networking, rather than formal groups or membership in
organizations. And.rea1 was interested in helping others in a "casual" way, but felt
she did not need to be in a group "anymore." She was not the only person who felt
that being in a support group was antithetical to "going on with [a] normal life."
Pain and Power

f

1

In order to understand fully the importance of being able to describe one's pain to
others, we need to take power into account. Who did the women recognize as
authorities on pain?
How did negotiation reflect differences in status
(employer/employee; man/woman; physician/patient, counselor/client; and also
interviewer/interviewee)? The following example from Heather's interview illustrates
her concern with how those with authority, in this case physicians, might have viewed
her pain descriptions. Her statement reflects the idea that adequate and valid
description are crucial for the receiving of support:
For me there is [still a concern with the emotional impact of pain]. I don't
think that it's true for everybody .... But, to me, the import, it depends also on
who you're talking to about your pain. If I am talking to a non-professional
person about my pain, what I would feel comfortable saying, I wouldn't be
concerned with how they were gonna perceive it so much, unless it was a
family relationship issue. But, when you're dealing with a professional person
then your care depends upon it and having pain repeatedly, examples of
physicians who are fairly contemptuous of their patients, especially their
female patients, then I tend to invest a lot in making as sure as I can, that I am
clear and yet not hysterical, and that I don't want to come off as a complainer,
but at the same time I don't wanna hide symptoms. I get into a lot of that
stuff. I found out since I've had fibromyalgia, interestingly, my women friends
have shared a lot more with me about their pain experience with professionals.
And my experience among women isn't uncommon. Most women expect their
doctors to think that they are overreacting, and as a result many of them step
back their description of their symptoms, so in fact the doctor doesn't know

Interviewees were asked to choose their own pseudonyms.
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how bad they're really feeling. It's interesting .... And I will do the same
thing. I will sabotage my description of my symptoms every time, even though
I go in intending not to.
Heather noted that social characteristics are probably important in how we present
muselves md how othem understand us, and that there were others (her female
friends) with whom she could share her experience. She also pointed out that others
are in more powerful positions, and we need or perceive we need something from
them; difficulties in understanding can have particularly damaging results.
She
denigrated herself and Jiff pain descriptions by saying she "sabotages" herself. Talk
about pain is intimately related to morality, responsibility, and punishment as much
as to medicine (e.g., Williams, 1984; Greil on theodicy, 1991).
These examples illustrate the multiple meanings embedded in interviewees'
responses. Issues of invisibility, legitimacy, ambiguity, power, gender, and self-image
were all part of Heather's response to my questions about pain. I want to emphasize,
however, that the women in this study also found ways to exercise their own power,
whether in dealing with medical practitioners or in their personal responses to pain.
Other examples throughout the larger study illustrate how interviewees dealt with
other authority figures, at work and at home.
Most of the women in this study experienced privileges related to class, and all of
them were relatively privileged because of their race (Mcintosh, 1992). As white
women in American society, even those who were hom a working class background,
or who were not hom an Anglo-Saxon Protestant tradition, still felt pressures to
conform to dominant cultural values. The 28 women in this study learned to live with
pain in ways that were uniquely theirs, yet were also influenced by the culture in
which they lived. Women, poor people, older people, people with disabilities, and
people of color have been devalued in our society. In the following sections, I
examine briefly what attitudes, if any, the interviewees held about gender and
disability, and about how people experience or cope with pain.
Gender

I

'1 know when my husband is in pain. The world knows it." [Both Elizabeth
and Lynn laugh.] (Elizabeth)

}

When asked whether or not they thought there were any differences in how women
and men cope with pain, most of the women felt that women are more stoic, cope
better, or tolerate pain better than men. They tended to see men as being stoic and
then becoming "crybabies," making noise, wanting "instant relief." For Nancy, the
social role of mother, and expectations for mothering affected how she lived with
pain:

I
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It's different now that I don't have children. But when I had small children
and I was in pain, I couldn't be, I couldn't allow it. No matter what, I had to
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keep pushing. Because I had to take care of them, I had to support them, and
I kept pushing. And it was something that you lived with. And kids don't
understand sick mothers. Mothers don't get sick. We depend on mothers, so
mother must be fine.
The definitions of gender roles employed by women in this study corroborate work
by Bendelow (1993a; 1993b).
Possibly related to gender issues were comments about weight made spontaneously
by several women. Three women either had gone or were planning on going to
Weight Watchers. Five other women were concerned about the weight they had
gained. Two of them related their weight gain specifically to the use of amitryptaline.
For three women (Andrea, Lee, and Pearl), decisions about future childbearing were
also related to pain and weight. One woman had undergone gastric bypass surgery
to lose weight. Amber talked about weight, invisibility, and legitimacy:
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When you have cancer you can bend over and do work and you can smile and
nobody would ever know that you have cancer. But, when you have back pain
and you're bending over and you're gritting your teeth and you talk like this,
and somebody notices, then you're caught. It's the same thing as being
overweight and being an alcoholic. You don't know someone's an alcoholic
when you smile at them in a store, but you can tell someone's overweight. So
you can build a lot of prejudices and predispositions against someone who's
fat or [has] back pain [more] than someone who's thin and has cancer .... So
it's unfortunate, but I'm sure that I'd rather [have] this than cancer or
something.
As Millman (1980) and others (e.g., Wolf, 1992) have noted, issues of appropriate
weight and body image are often directed specifically towards women. Attitudes
towards age and aging often blend with socia.Vpersonal understandings of gender.
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Disability
"There are worse things than being dead." (Rose, Sloane's mother)

{

Though I did not ask specifically about disability (something I would do in future
interviews), several women talked about disability or used terms such as "cripple" or
"invalid," or mentioned attitudes towards paralysis and other physical changes. As
I went through the interviews, I realized that most of these references were negative:
I mean there's no ... I don't have trouble getting out of the bathtub, shower
or anything like that. I'm not crippled in that way. (Debra)
Vera felt she was not "disabled, as long as I can think and as long as I can work."
Tabitha said "[this pain is] either gonna get better or ... I'm gonna have to live with
this, be old and crippled."
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Other women talked about disability programs as something to be avoided. Although
Laura felt that anyone, rich or poor, might take advantage of disability programs, the
following exchange occurred between Nancy and me:
NANCY: I think lower on the totem pole, the heavier they lean on it. The
more inclined they are to be on disability. The more down on me, "I feel bad
fm me, you should feel bad for me." Yeah, I think the lower on the totem pole,
makes a lot of noise about things, and an excuse.
LYNN: You mean, pain as an excuse?
NANCY: Yeah.

f

Nancy felt there was a connection between class, receiving disability, and abusing
disability programs. For Nan and Pepsi, receiving disability payments meant being
subject to review by a system that is "all or nothing." When they applied, they had
to prove that they could not work at all. They feared improving enough that the
insurers would cut off payments, but not improving enough to go back to work.
I end this section with the following excerpt from my interview with Sloane and her
mother, Rose. Sloane and Rose spoke about legitimacy, comparisons with others, and
their attitudes towards death, disability, and personal choice. This excerpt illustrates
the combination of humor, anger, and love for one another that permeated the
interview:
SLOANE: I could qualify for [disability] because Dr. X. said that there is no
way you could hold down a normal job. But I just, there are too many other
people that really need it. I mean people that are completely handicapped.
Sort of, somebody else gets it .... Because there are a lot of people a lot worse
off than I am, believe me I've seen them. God bless them, they cope so well.
You know, I ...
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ROSE: That's a blessing, to be able to cope.
SLOANE: Oh yes.
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ROSE: I couldn't. If I reached a point I couldn't do for myself, I couldn't cope
with that, no.
SLOANE: Now that would be a different ball game ... if you had to feed me
and wash me .•.
ROSE: and I wouldn't want to do it because I would know what it was doing
to you and I couldn't stand seeing you like that. ... There are worse things
than being dead.
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SLOANE: I told Dr. X., I said if you operate, I said and you know something's
gone wrong, a lot of times doctors can tell, I just don't wanna come out of there
alive, you know how to do certain things, just make sure I don't, and he didn't
answer me ...
ROSE: Just be sure I don't come off that table, that's all.
SLOANE: and to me, if someone, there should be more guidelines. I mean if
a spinal cord's been severed and you know the person doesn't want to live, just
give him an overdose of anesthesia right then and there. If they've signed a
release .... Because to me why should someone that loves you dearly, you're
begging them to pull the plug on the respirator, be put in that position. That's
a rotten way to go. It is, miserable. There should be a nicer way, if you have
all your faculties ...

l
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ROSE: You could go to Holland.
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SLOANE: and it's been five years, and you're totally paralyzed, you're
blinking to communicate, you wanna die, that should be your choice.

I

As I re-read this section of Sloane's interview, I feel my throat tightening, a wave of
sadness coming over me as I think of a world without Sloane. We met through this
study, and we have stayed in touch. At the time of the interview, I wanted to discuss
disability and disability rights with her and with Rose. However, my overriding
personal and professional obligation was to respect her opinions and, especially, to
respect her right to make choices about her body and her life. (See Rapp, 1984, and
Saxton, 1984, for two different and compelling views on genetic testing and selective
abortion.)

1

Conclusions
Disability rights, independent living (Crewe & Zola, 1983), and self-help culture
(McGuire, 1988; Simonds, 1992) had not made a major impact on the lives of the 28
women I studied. The women in this study made choices about telling others, and
generally felt that it would be helpful to talk with others, especially others who have
similar experiences, but they were not particularly interested in support groups. 2
Most support groups available at the time were "patient" oriented, and they reflected
a medical model, rather than a disability rights perspective.
The women generally believed that they ought to handle their pain themselves,
especially if asking for help risked legitimacy. For the most part, they preferred to
find support in more informal, casual contacts with others and/or through seeking

See Williams, 1989, regarding tensions between "individualism" and "collectivism" in
self-help groups.
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medical answers. Only one person, Christina, saw her pain as a disability that
entailed active management, but even she did not feel that joining with others would
make a difference. She wanted to do it on her own. I did not find the kinds of
subcultures that Kotarba (1983) mentioned. I did find women trying to make sense
of their pain in a society that seems to view pain as senseless, as something to be shut
out, or as a medical problem to be cured.
Near the end of his boo~ The Culture of Pain, David Morris (1991) wrote:
We certainly cannot succeed as a culture by continuing to deny and ignore
pain, as if we could silence it beneath a mountain of pills. That clearly does
not work. Nor can we help each other by continuing to place unblinking faith
in an outworn organic model as limited in its way as the theory that attributed
pain to the arrows of the gods. We are more than bundles of neurons. We
must recover a sense of the importance of minds and cultures in the
construction of pain, and we must begin to proliferate the meanings of pain in
order that we do not reduce human suffering to the dimensions of a mere
physical problem for which, if we could only find the right pill, there is always
a medical solution. (pp. 289-90)
Pain clearly meant something, indeed many things, to the women in this study. By
attending to the multiple meanings of pain, personal and social, we may begin to face
the challenge David Morris (1991) has proposed. Until then, pain will continue to be
viewed primarily as a medical condition. The women in this study and many who
live with pain and/or chronic illness define disability as a stigma, rather than as a
potentially positive aspect of their identities that can profoundly link the personal
and the political. Attempts to include people who live with pain, and people with
invisible disabilities generally, in independent living programs and disability rights
activities require a kind of "consciousness raising" both within such programs, and
by individuals themselves.
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Section VII
Community Integration Through Mainstreaming
The previous section included research on how people with disabilities perceive
themselves. In this section, the papers focus more explicity on interactions in local
communities and schools, and the use of technology in inaeasing access.
The first three papers address issues related to education. Simi Linton, Susan Mello,
and John O'Neill tackle questions about "diversity" and cultural reform in their paper,
"Locating Disability in Diversity." In much the same way as other programs that have
been designed to introduce minority group histories and experiences into classrooms
and research (e.g., Women's Studies), Disability Studies emphasizes interdisciplinary
scholarship. In so doing, Disability Studies attempts to include issues of disability
in all fields, rather than having it "tokenized" in applied disciplines and in categories
that reflect stigma and deviance. Linton, Mello, and O'Neill outline several obstacles
that Disability Studies faces in academia, obstacles with which other programs have
also had to contend. The challenges confronting such programs reflect broader social
definitions of the roles of women, people of color, people with disabilities, etc.
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Phyllis Rubenfeld also discusses the dangers of segregation and the importance of
integration in her paper, "Special Education: An Institution Whose Time Has Come-and Gone." Just as some people may view Disability Studies (or Women's Studies,
or African-American Studies) as programs in which to "dump" or isolate certain
groups and questions, so, too, has special education isolated children with disabilities
and others who have been defined as "problems." Rubenfeld issues a challenge to
change the ways in which funding is allocated and "special" is defined. She suggests
that people with disabilities become advocates so that "another generation of children
will [not] be marched off or rolled off, in solitude and silence, to that awful room
down the hall."
Moving on to the experiences of people with disabilities on college campuses, Sheryl
Burgstahler examines "Computer Technologies for Students with Disabilities in Postsecondary Institutions: Results of an Exploratory Study." In particular, Burgstahler
reports on research that examined the computing services (including equipment)
provided to students in different types of post-secondary schools. Burgstahler
describes the extent to which these schools accommodated students with disabilities,
the means by which these accommodations were made, and the obstacles which they
faced in providing services. She found that the availability of services varied
depending on the type and size of the school. Computers are used increasingly in
colleges, and students with disabilities must be provided the means by which they
can share in such educational experiences. Otherwise, a type of de facto segregation
or discrimination occurs.
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In the fourth paper in this section, John Oogston presents the results of a preliminary
survey to identify the use of media by deaf and hearing impaired individuals in
Northern Illinois. His research, "Media Use by Deaf Residents of Two Midwestern
Communities," found a preference among survey respondents for television as the
source of news and other information of most types, despite the fact that much of the
television viewing reported was uncaptioned. Oogston notes, however, a reliance on
other media for specific types of news. He stresses the need for further empirical
study, both by academics and by media industry researchers, to identify the
informational needs of deaf and hearing impaired persons, and the most effective
means by which these needs can be addressed.
In this section's final paper, Abby Kovalsky considers "Adaptive Versus Traditional
Modes of Therapy." Specifically, Kovalsky examines the hesitancy of traditional
psychotherapists to use or to encourage their clients to seek nontraditional models of
therapy. Kovalsky asks: "Can a therapist who has never personally experienced
disability be as effective as one who has had such an experience?" She explores the
potential for therapists to be advocates, and the necessity for them to seek creative
ways of providing mental health care. In keeping with this section's theme, Kovalsky
emphasizes that being sensitive to people's particular needs can ultimately facilitate
their inclusion in society. Without such considerations, yet another form of isolation
occurs.
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Locating Disability in Diversity
Si.mi Linton, Ph.D.
Susan Mello, B.A.
John O'Neill, Ph.D.
Hunter College of the City University of New York
The debate over curricular reform often seems to be between those who want to
diversify curriculum and those who support the traditional canon. But we would like
to ask how "diversity" and "multiculturalism" have been defined. Institutions that
have made curricular changes have constructed diversity in various ways. Most of
these institutions have conceptualized diversity in terms of ethnicity/race and,
frequently, gender. Other dimensions of diversity-such as disability, sexual
orientation, class, or age-are less often included.
Our work in the Disability Studies Project has helped us to recognize how entrenched
the academy is in a particular vision of disability, i.e., one that does not lend itself to
incorporation in curricular reform efforts. We would first like to briefly sketch our
working definition of Disability Studies and then outline some of the obstacles that
have prevented its incorporation into the curriculum.
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Disability Studies
The traditional curriculum provides information and represents ideas about disability,
or, for that matter, ethnicity and gender, in very different ways from the perspectives
of the "new scholarship." These new areas of study, e.g., Disability Studies, Women's
Studies, and African-American Studies, not only redress omitted histories, ideas, and
literature, but they also reframe the way these areas of study are presented. For
instance, Women's Studies is not limited to the study of women's unacknowledged
contributions to society; it also analyzes the social construction of gender and its
impact on society and on the content and structure of knowledge-fundamental
epistomological issues.
Similarly, Disability Studies includes the omitted histories and contributions of
people with disabilities; and it also reframes the study of disability by focusing on
it as a social phenomenon, social construct, metaphor, and culture. It examines ideas
related to disability in all forms of cultural representations throughout history, and
it examines the policies and practices of all societies to understand the social, rather
than the physical or psychological, determinants of the experience of disability. This
focus shifts the emphasis away from a prevention/treatment/remediation paradigm to
a social/cultural/political paradigm. We are not denying the presence of impairments,
nor are we rejecting the utility of intervention and treatment. Rather, we would like
to disentangle impairments from the myth, ideology, and stigma that influence social
interaction and social policy. This enhances our understanding of the breadth and
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depth of the discrimination, marginalization, alienation, and oppression that people
with disabilities experience. The new scholarship challenges the idea that the
economic and social status and the assigned roles of people with disabilities are
inevitable outcomes of their physical condition, an idea similar to the argument that
women's roles and status are biologically determined.
A Disability Studies perspective adds a critical dimension to our thinking about
issues, such as autonomy, competence, wholeness, independence/dependence, health,
physical appearence, aesthetics, community, and notions of progress and perfection.
These issues pervade every aspect of the civic and pedagogical culture. They appear
as themes in literature, as variables in social and biological science, as dimensions of
historical analysis, and as criteria for social policy and practice.
Unfortunately, both the structure and the content of the traditional curriculum are
problematic with respect to disability. The current structure of the curriculum not
only isolates the topic of disability in applied fields, but further segregates it in
specialized applied fields, e.g., special education, rehabilitation counseling,
rehabilitation psychology, physical therapy. The academy's role in supporting these
specialized areas of study is to graduate professionals to staff the kinds of civic
institutions that provide remediation and treatment services to people with
disabilities. This is not a ''liberal" education.
The content of traditional curricula in specialized fields treats disability as a problem
that resides in the individual, a problem requiring remediation, treatment, or
intervention to amend or compensate for what is perceived to be wrong, missing, or
dysfunctional. This way of viewing disability is sometimes referred to as the deficit
model or the medical model. These are the dominant paradigms employed in the
specialized fields.
These paradigms also pervade the liberal arts curriculum which either discusses
people with disabilities as "the other" or, more often, ignores the topic. For example,
in the sociai sciences, people with disabilities are predominantly conceptualized as
those deviating from standards of psychological or physical normalcy. Literary
representations of characters with disabilities rarely portray people with agency,
intentionality, or complexity. Literary criticism has not addressed this problem, and,
therefore, as Thomson (1990) has commented, "It invites interpreting physical
disability as monstrosity and alien otherness, dehumanizing us, erasing our histories,
and appropriating our experiences for aesthetic purposes" (p. 238).
Disability Studies captures and organizes works from many areas. For instance,
Susan Sontag's (1978)Illness as Metaphor considers some essential ideas about illness
and, by inference, disability. Her purpose is to liberate our thinking from the
"punitive or sentimental fantasies concocted about" illness (p. 3). Oliver Sacks (1989;
1992), a neurologist, has examined how research and thinking on blindness and
deafness, developed exclusively from the perspective of those who see and hear, have
distorted and perverted our notions of what it means to be blind or deaf. Evelyn Fox
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Keller (1985) describes the work of Barbara McOinto~ a geneticist, who developed
a model that not only includes the exemplars of a given species, but also the
seemingly anomalous representatives of that species. Other scholarly publications
have been written with a more specific intent to explain the phenomenon of
disability. Examples include Rosemarie Thomson's (1990) work in literary criticism
on representations of disability as stigma in Toni Morrison's novels; Hugh Gallagher's
1985 book, FDR's Splendid Deception, which analyzes the degree to which Roosevelt,
his family, the White House staff. and the press colluded to mask his disability; Nora
Grace's (1985) Everyone Here Spoke Sign Language. which locates people who are
Deaf as the insiders, not the others, in a community on Martha's Vineyard; and Robert
Bogdan's (1988) book, Freak Show. which describes how people with disabilities have
been put on display for the public's amusement. There is also an important body of
work that has brought a disability perspective to the discourse on prenatal screening,
selective abortion, and euthanasia, such as Debbie Kaplan's (1988) article, ''Disability
rights perspectives on reproductive technologies and public policy."
Obstacles to Incorporating Disability Studies
A major obstacle to the incorporation of Disability Studies in the curriculum is the
assumption that disability is already well represented and in its rightful place-in the
specialized applied fields. However, a Disability Studies perspective is not present
in the liberal arts, or even in the specialized fields. If incorporated into the liberal
arts, this perspective could provide the kinds of analyses necessary to provoke
transformations in how we think about disability and, as a result, change practices
and policies in society.
Another obstacle is the unspoken belief that the academy's only other responsibility
is to provide services for students with disabilities. It is not surprising that the
institution conceives of its obligation primarily in terms of providing services. The
current curriculum supports a helping orientation, and the academy has adopted the
logic of th~ curriculum. Other agenda, such as affirmative action efforts to ensure
representation of people with disabilities on the faculty and in the administration, are
not addressed.
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A third obstacle has been revealed as groups at various institutions have tried to
broaden the definition of diversity, for example, attempts to include Lesbian and Gay
Studies or Disability Studies in curriculum transformation efforts. These attempts
have been welcomed by some and criticized by others. Ironically, some of the critics
are those who are the strongest proponents of multicultural curricula.
Their
conceptualization of "multicultural" does not include disability. What is even more
disturbing is that the criticisms previously leveled at the multicultural curriculum are
now being wielded against Disability Studies by proponents of that scholarship. The
criticisms have a familiar sound: "Scholarship on disability will 'water down' the
curriculum." "Its purpose is to increase self-esteem, or to capitulate to interest group
(i.e., political) pressure." "It's not valid or rigorous scholarship." "It's parochial, and
will further Balkanize or atomize the curriculum."
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If these criticisms were framed as questions in which the academic community could
become engaged, academia would benefit hom the discourse. For example, why is
scholarship on disability not considered rigorous and, therefore, likely to dilute or
compromise the curriculum? Has the association of the topic of disability with the
applied fields weakened its status and its perceived applicability to other areas of
inquiry? Is Disability Studies considered useful only for raising self-esteem because
people with disabilities are perceived as needing a boost? Is Disability Studies any
more, or any less, related to political considerations than any other area of inquiry?
Are concerns about a parochial, narrow, Balkanized curriculum based on the view that
the study of disability is about "them" and says nothing about processes of
marginalization and compartmentalization in which the whole society engages?

~

These questions about Disability Studies relate to broader questions about curricular
reform efforts in general. For instance, how can we redress problems in the structure
as well as the content of the curriculum in reform efforts? How does the structure
and status of the disciplines privilege certain points of view and bodies of
knowledge?
Engaging these questions can provide a more open forum to discuss how Disability
Studies can be incorporated in curricular reform efforts. The discussion about
Disability Studies can also be used as a critical incident that can make unexamined
assumptions explicit in these reform efforts.
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Special Education: An Institution Whose Time has Come--and Gone
Phyllis Rubenfeld, Ed.D.
Hunter College, City University of New York

r

"Little Girl Gets Her Wish," trumpets the headline in last Wednesday's newspaper.
The story tells us about Anastasia, a nine-year-old girl with cerebral palsy who
"tugged at the nation's heartstrings last winter" when she asked President Ointon to
help her twin sister Alba, who is quadriplegic and cannot speak, get into regular
classes at their Manhattan elementary school (''Little Girl," 1993,p. 4). Anastasia, who
has big, dark, soulful eyes and is incredibly and genuinely cute, made her appeal on
network television. It emerges later in the newspaper story that she and her family
are represented by an attorney from a highly visible local advocacy group, so it is
perhaps not too surprising that the children's school district not only found it possible
to move Alba out of special education classes and put her in Anastasia's own regular
classroom, but also managed to detail extra staff to give her physical therapy, as
needed, on the spot
Everybody is happy, and the newspaper reporter goes to work on whatever
heartstrings Anastasia left untugged. Sitting in her family's "sun-filled kitchen,"
Anastasia announces with pride that Alba "'can do the work that all other kids do,
and that I do now.m Alba is "busy conversing with a network TV crew via a talking
computer." The attorney proclaims that the school's decision shows that "the city and
state are now committed to complying with federal law." And the girls' mother
delivers the Grand Finale: '"This wasn't just for Anastasia and Alba,"' she says, "'it's
for all other children with disabilities. I hope other parents will read about this, and
ask"' ("Little Girl," 1993, p. 4).
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And now a word from reality. According to Advocates for Children, the group that
provided Alba's lawyer, New York State places only about seven percent of its
students who have disabilities in regular classes, less than a fifth of the median for
the other forty-nine states. Even worse, only a litile more than three percent of the
students placed in special education ever get moved back into general education, and
about the same number ever graduate from high school. The ranks of Latino and
African-American males in special education programs grow by leaps and bounds,
while those of white males steadily d,ecline. The dropout rate among special
education students is staggering (Advocates for Children, 1992).
School, of course, is one of the great defining experiences in our country. Almost
more than family life, it is the Great Socializer. It is where we learn to juggle friends,
enemies, and acquaintances, to cope with real-world authority and to test the outside
of the disciplinary envelope, to work and play together, and from time to time to cut
loose in wonderful self-induced mass hysteria. In short, school is where we learn to
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be functioning members of a culture, not just our parents' kids. And it is this vital
piece of learning that special education can never provide.

(

Special education segregates children with disabilities from other children for
pedagogical reasons and keeps them separate, in a host of small ways, for managerial
convenience. Children in special education are bussed to school together, move in a
group-usually when the halls are empty, eat together, play together-if they play at
all, and almost never interact with other children. If they were born with disabilities,
this is probably the second great segregation in their lives, the first being a long series
of hospitalizations that deprived them of the physical and emotional bonding that are
most infants' natural birthright
Similar to racial segregation, educational segregation is a two-edged sword: children
who have disabilities can make some gains when they are relieved of the pressures
of the mainstream, but they pay for this with the growing, demeaning, depressing
certainty that they can never truly occupy common ground with children who do not
have disabilities, and that, in some way, they are "not quite human" (Fine & Asch,
1988). In this way, special education becomes a stigma. It is no accident that Brown
v. Board of Education, the landmark case that outlawed racial segregation in our
schools, is the precedent most commonly cited in disability-rights lawsuits.
The theory behind segregated special education seems reasonable on its face: it
supposes that atypical children learn differently from their peers and consequently
require different methods of teaching that can only be practiced in special settings.
This paradigm has fostered the notion that atypical children "are actually
dysfunctional children and that dysfunctional children should be separated from their
peers for their mutual benefit" (New Mexico State Department of Education, 1991).
In reality, there is no compelling evidence that special education produces better
results than any other method, and a great deal of evidence that many disabled
students can perform as well as, or better than, their peers in regular classrooms
(Bilden, 1988; Gartner & Lipsky, 1987).
It
Special education may actually further disable those who have disabilities.
certainly makes it harder for them to adjust to the demands of adult professional and
social situations because it has isolated them from the demands of work and play in
school. It loads them down with classifications and labels so that basic career choices
may seem an unimaginable luxury.

Even non-disabled students suffer from this kind of segregation. Just as students
with disabilities have no opportunity to use their hard-earned social skills outside
their segregated classroom, so students without disabilities never have the experience
of dealing with people who have disabilities on a day-to-day basis and learning that
they are, in fact, fellow human beings. Segregated education fosters stereotypes at a
time when students are both hungry for experience and highly impressionable. It
may leave non-disabled students with a clearer picture of life in Chile or China than
in that mysterious classroom down the hall with all the wheelchairs in il Mystery
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provokes anxiety, and anxiety breeds a kind of easy contempt--not an attitude we
want to encourage in children who will grow up to teach, provide services for, or
make policy about a new generation of children with disabilities.

[
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In the end, in the same way as so much else in contemporary American life, education
of children with disabilities is a function of federal definitions and government
funding formulas. New York City has the largest diagnosted population of children
with disabilities and a fast-growing special-education establishment because state
funding patterns reward segregated classrooms. These patterns must be reversed. We
must aim for inclusion as the norm. We must see to it that schools of education teach
inclusion just as they now teach multiculturalism. Teachers in training and practicing
teachers must be shown that children with disabilities can be just as rewarding and
no more anxiety-provoking than non-disabled children. Adults with disabilities must
become more active and visible in institutions that teach teachers, as in those that
teach children. The U.S. Department of Education must support President Ointon's
commitment to total inclusion, must provide funding to states for technical assistance,
and must develop a funding formula that rewards inclusion on a per-student basis.
This requires leadership and imagination. The school boards and the teachers' unions
will not do it by themselves. But it must be done, and it cannot be left to chance or
to the brief throbbing of heartstrings. Little Anastasia is only nine, and the TV
cameras and the tabloid journalists will not be there for her every day. The lawyer
will find other victories to declare. When other parents ask for their children to be
moved into regular classrooms, the school board will fret about its operating budget
and grumble that every case cannot be an exception, and the public will have moved
on to fresher human-interest stories. If we do not seize this moment with every shred
of knowledge and determination we can muster, another generation of children will
be marched off or rolled off, in solitude and silence, to that awful room down the
hall.
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Computer Technologies
for Students with Disabilities in Post-secondary Institutions:
Results of an Exploratory Study
Sheryl E. Burgstahler, Ph. D.
University of Washington
Individuals with disabilities meet barriers of all types. However, computers are
helping to lower many of these barriers. As word processors have replaced
typewriters, electronic spreadsheets have replaced handwritten books, and on-line
services and electronic mail have begun to replace telephone and written
communication, students and employees with disabilities who have computer access
are capable of handling a wider range of activities independently. As the use of
computers and networks has become integral to an increasing number of academic
programs, access to these technologies is increasingly necessary to assure equal
opportunities in education and employment. Federal laws are generally interpreted
to mean that post-secondary institutions must provide computer and network access
to students with disabilities whenever it is required to pursue academic studies.
Some students with disabilities require special adaptive accommodations to access
computers and networks. Many adaptive devices are commercially available (Brown,
1992; Lazzaro, 1993). Once suitable access methods are found, students with
disabilities can make use of standard computer software; independently and
conveniently access on-line library catalogs, books, journals, encyclopedias,
dictionaries, newspapers, and other information resources; and/or use computers as
compensatory tools (e.g., a student who cannot speak can use a speech synthesizer as
a "voice") (Coombs, 1991; Eastman&: Green, 1992;Taylor, 1991; Wilson, 1992b; Wilson,
1992c).

1

As compute.rand network use increases, post-secondary institutions are beginning to
address accessibility issues (Burgstahler, 1992; Hom, Severs,&: Shell, 1988; Margolis,
1986; Murphy, 1991). However, computing services appear to vary greatly and are
provided at a lower level than other services for students with disabilities (Collins,
Engel-Wedin, &: Margolis, 1988; Hom &: Shell, 1990; National Science Foundation,
1990). Some suggest that colleges and universities are particularly inadequate in
providing equal access to computerized card catalogs and other information services
available over campus and national networks (Wilson, 1992a).
Purpose, Methodology, and Demographics
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An exploratory study was conducted to determine the current provision of computing

and networking services for students with disabilities at various types of institutions
(two-year/four-year, public/private, large/small). Post-secondary institutions with
enrollments of 1,000 or more students were surveyed in order to collect baseline data
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of use to administrators in their efforts to provide individuals with disabilities equal
access to computer and network technologies. The research question, ''How have
institutions of higher education responded to the computing needs of students with
disabilities?'' included four sub-questions: 1) What computing services for students
with disabilities are currently provided in institutions of higher education? 2) What
special equipment and software are available and what types of disabilities do they
address? 3) What network on-line services are available to students who require
adaptive technology? 4) What are the barriers to providing computing services for
students with disabilities?

J
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Of the 2192 surveys distributed, respondents returned 1184 (54%). Forty-two percent
of the schools surveyed were two-year schools (including comm unity college and
technical schools), and 58% were four-year schools (including graduate-only
institutions). The respondents were fairly evenly split between two-year and four·
year institutions, with 46% from two-year schools and 54% from four-year schools.
Most (76%) of the respondents were from public institutions.
Results and Discussion
Computing S~rvices
A majority (56%) of the institutions surveyed provided adaptive devices for computer
access within a campus facility, 40% offered training, and 31% provided consulting
services for adaptive equipment selection and use. Fewer than 15% of the schools
provided loan or rental of adaptive computer equipment, a computer user support
group for disabled students, sales of adaptive computer equipment and/or special
software, repair of student-owned adaptive equipment, or other special computing
services.
Two-year institutions offered a greater range of services than four-year schools. This
result is consistent with findings that more two-year than four-year schools have
developed procedures and/or plans for meeting the computing needs of students with
disabilities (Eastman & Green, 1992). The more positive response of two-year schools
may be partially explained by the fact that a greater percentage of students with
disabilities attend two-year schools, by the greater focus on instructional support in
two-year schools, and/or by their missions to provide a broad range of educational
opportunities in response to the diverse needs of the community (Chand & Manning,
1983;Com & Klein, 1988; "Facts You Can Use," 1991; Mitchell, 1982).
Public schools provide a greater number of services than private institutions.
Differences between public and private schools are perhaps due to the greater
political pressure on public institutions to provide support to special interest groups
and to respond to government legislation. More private than public schools sell and
repair adaptive technology. These differences may be because private schools more
than public schools engage in computer resale programs in general (Eastman & Green,
1992).
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Larger schools tend to provide a greater number of services than smaller schools.
Since larger schools generally have larger disabled student populations and larger
computing organizations, they may find it more economically feasible to provide
specialized support. With larger groups of students with disabilities, they may also
receive more pressure to provide such services and, because of the size of the group,
they may have developed more expertise in responding to their needs.
Adaptive Technology
Survey participants were presented with a list of types of adaptive software and
equipment and asked to indicate what adaptations, if any, were available to students
with disabilities at their institutions. The list was developed after a thorough review
of equipment and software that can be used to adapt typical post-secondary computer
systems for use by students with disabilities. The adaptive computing equipment and
software most commonly found at respondent institutions were for students with
visual impairments-a large print monitor and/or software to enlarge characters on the
screen (56%) and a device to enlarge text of printed documents (50%). This suggests
that students who have visual impairments, but are not blind, may be best served
overall. Devices provided at 20% or more of the institutions included speech
synthesis to read text displayed on a computer screen (44%), an optical character
reader (31%), and a Braille printer (20%) for students who are blind; and special
software to help with academic work (42%) and use of computers (36%) for students
with learning disabilities.
Each of the devices listed for students with
mobility/orthopedic disabilities (e.g., keyboard guard, "sticky keys" software,
mini/expanded keyboard, word prediction software, voice input, abbreviation
expansion software, and scanning or Morse code input with special switch) was found
at fewer than 20% of the institutions, suggesting that these students were not well
served.

1

Post-secondary institutions provided an average of four different types of adaptive
devices to assist students with disabilities in accessing computers and on-line network
resources. Two-year schools provided an average of five types of adaptive devices,
and four-year institutions provided an average of three. The average number
provided at public schools was five, while that provided at private schools was two.
The smallest institutions provided two types of devices, and the largest institutions
provided nine. These findings suggest that individuals with a greater range of
disabilities will find computer access at two-year, public, and larger schools. These
results are consistent with the literature that suggests that two-year, public, and larger
institutions are generally more responsive than other institutions to students with
special needs.

l

Network Services

1

Respondents were asked whether they provided access to network on-line services
from computers with adaptive devices for individuals with visual impairments and/or
mobility/orthopedic disabilities. Overall, fewer than 20% of the institutions provided
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access to library on-line systems and/or electronic bulletin boards, databases, mail,
and other network services for students with mobility/orthopedic and visual
impairments who need special adaptive devices. The percentage of respondents that
offered access to network on-line services for students requiring adaptive technology
was much lower than the 49% found by Eastman and Green (1992). They had asked
a similar question of college computing staffs regarding computer access to library
catalogs, although not necessarily over the network, for their general student
populations. The percentage of respondents that provided access to electronic bulletin
boards, databases, mail, and other network services for students requiring adaptive
technology was also lower than the 30% found by Eastman and Green when they
asked about access to Internet and other national networks for students in general.
Technologies used in providing network services to all students are relatively new,
and the small percentages of institutions providing access for students with
disabilities may reflect a typical lag in making new services available to students with
disabilities.

f
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Although the responses of four-year institutions were higher than those of two-year
colleges, only one of the differences was significant, that for providing library access
using adaptive devices for individuals with visual impairments.
However,
significantly ~ore public and larger institutions provided access than private and
smaller institutions, respectively. These results may be explained partially by the
tendency of four-year, public, and large institutions to have more sophisticated
network infrastructures.

1

Barriers to Providing Computing Services

1

Respondents reported that, overall, the greatest barrier to providing computing
services to students with disabilities was inadequate funding.
This result is
consistent with the literature, which indicates that schools consider cost to be a major
barrier to providing special services to students with disabilities. Responses of
schools of different types, funding sources, and sizes were similar. However, public
schools rated funding and difficulties in coordinating disabled student services and
central computing units as higher barriers than private schools did. Smaller schools
indicated that they lacked staff with the necessary expertise to a greater degree than
larger schools did; this could be a result of generally smaller computing staffs at small
schools. Finally, four-year schools indicated more frequently than two-year schools
that students with disabilities lacked interest in computing. This difference in
perception could be a reflection of greater outreach and support services to students
with disabilities in two-year schools. Perhaps two-year schools make efforts to
generate interest, whereas four-year schools wait for students to show interest on their
own.
Recommendations
Evidence suggests that, to comply with federal legislation, institutions must make
greater efforts to assure nondiscrimination with regard to access to computer
technologies and services. Two-year, public, and larger schools tend to provide a
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greater number of computing services and types of adaptive technologies than fouryear, private, and smaller institutions, respectively. Access to network resources for
students with disabilities is more prevalent in public and larger institutions. Small
institutions face particular difficulties in providing services because of their smaller
numbers of students with disabilities, and because computing support staffs are often
small. One option is to maximize the use of external services by forming consortia
to share information and resources. In addition, professional organizations for
disabled student services officers and computing services staff should work together
to help ensure that computing services are made available to students with
disabilities.
Inadequate funding was perceived to be the major barrier to providing computing
services to students with disabilities. Lack of staff expertise and difficulties in
coordinating efforts between central computing services units and disabled student
services offices were also reported as barriers. Administrators should allocate funds
and assign and train staff to assure that institutions can respond quickly and
appropriately to the needs of specific students. Computers with adaptive technology
should be included in computing plans and connected to campus and international
networks as these links are established for other students. Campuses that failed to
comply with the Architectural Barriers Act incurred expensive retrofitting costs, such
as those related to installing elevators in existing buildings, in order to comply with
the later Rehabilitation Act of 1973. By acting now, institutions can guard against
making similar costly mistakes with respect to computer and network access.
This study makes it clear that prospective students who require adaptive technology
cannot assume that computing and networking access will be equally available to
them on all campuses. They are more likely, however, to find access at two-year,
public, and large institutions than at other schools. They should make access to
computing and networking services an important consideration when selecting an
institution for post-secondary studies and be prepared to assert themselves to obtain
their rights.
Conclusion
Although progress has been made in developing equipment and software that can
help students with disabilities access computers and networks, this study confirms
that much still needs to be accomplished to meet current and future demands for
access to this technology. The results of this and future research will help
administrators adjust to the influx of students with disabilities, to changing student
needs, and to evolving technologies. The goal should be to provide individuals with
disabilities equal access to the computer and network technologies that have become
indispensable to a college education.
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Media Use by Deaf Residents of Two Midwestern Communities
John S. Oogston, Ph.D.
Northern Illinois University
Introduction
A majority of the estimated 14 million deaf and hearing impaired people in the
United States watch television, and those who do, watch more than hearing people
(Austin, 1980; Neikirk, 1993). Austin's (1980) studies were done at a time when
captioning was not common on television. Today, the National Captioning Institute
(NO) captions a wide variety of television programs, including children's shows,
news, sports, comedy series, dramas, movies, and commercials (Camey & Verlinde,
1987). This suggests that deaf and hearing impaired people may watch even more
television than they did ten years ago.
Deaf and hearing impaired individuals have indicated, however, that the local
broadcast media are not taking care of their news and information needs. Engstrom
and Stricklin (1992) found that that is one of the main reasons why deaf Nebraskans
rely so heavily on newspapers.
This study examines mass media usage by deaf and hearing impaired individuals in
the north central region of Illinois. It looks specifically at how they get different
types of news and information about the local area, the state, the country, and the
world.
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Review of the Literature
Captioning of television programs existed as early as 1952 in Great Britain (Austin,
1980). Captions are subtitles which enable viewers to visually read what is verbally
spoken on television.
In 1977 "the Federal Communications Commission required licensees to transmit
legible messages concerning emergency announcements for hearing-impaired and
other visually dependent viewers" (Austin & Myers, 1984, p. 60). A month later, the
FCC authorized closed captioning of television programs for the benefit of hearing
impaired viewers.
In March 1980, only 16 hours per week of captioned programs were available to
television viewers. By 1987 the number of captioned programs had increased to a
total of 179.5 hours per week (Carney & Verlinde, 1987). By the early 1980s, the
United States led the world in the production of captioned programs for deaf and
hearing impaired television viewers (Blatt & Sulzer, 1981).
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Captioned news is more prevalent now. On the three networks and PBS, deaf and
hearing impaired viewers can watch national news programs that are captioned, but
few local stations provide such service (Neubacher, 1989).
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In the state of Illinois, about 70% of local television news operations do not provide
captioning of newscasts. Although the number of local stations providing captioned
local news continues to grow, money was seen to be the biggest constraint for the
smaller television stations (Flowers & Oogston, 1994).
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Although there are estimated to be more than 13 million deaf and hearing impaired
people in the United States, there has been little attention paid to their media use
habits by rese.udlers (Austin, 1984; Sendelbaugh, 1978). Studies by Sendelbaugh
(1978) and Austin and Myers (1984) found that deaf and hearing impaired individuals
watched more television than did hearing people. Both studies suggested that deaf
viewers may feel segregated from society and may use television to try to compensate
for this lack of communication.

~

Austin (1984) concluded that hearing impaired teenagers were more likely to watch
television than were hearing students, and that their motivations were to learn, and
to obtain excitement and companionship. Austin and Myers (1984) found that hearing
impaired viewers exhibited greater frequency of television viewing and greater
enjoyment of captioned programming than did hearing people.
Engstrom and Stricklin (1992) found that deaf respondents got much of their
information from newspapers, and that many of them were dissatisfied with the
performance of local media, saying the media did not meet their needs.
The purpose of this study was to examine how deaf and hearing impaired people in
Northern Illinois use various media to get different types of news, and to learn
whether usage patterns differed based on their satisfaction or dissatisfaction with
available captioning systems on local television stations.

1

Methods
A survey of deaf and hearing impaired residents in two communities in Northern
Illinois was conducted by the graduate research team at the Journalism Department
of Northern Illinois University in the spring of 1993.1 At this time, only one local
television news operation in the area (WTVO in Rockford) provided captioning on its
local newscasts.

J

i
Members of the Graduate Research Team were Ravi B. Subramaniam, Linda DigbyJunger, Karen K. Flowers, Marcus Gladers, Stewart Parks, Keiko Tanaka, Linda K.
Tinkler, and Wester Wouri.
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A survey instrument was developed which asked questions about where respondents
got news of different types (based on questions asked of respondents representing the
general population by Stempel, 1991). Other questions asked about access to and
preference for types of assistive technology, recent voting experiences, and satisfaction
with present captioning. Demographic questions included standard questions about
age, education, income, and gender, as well as specific questions about the
respondents' type of deafness, first language learned, and languages used.
Respondents were also asked to choose among four concept of deafness, based on
Oogston's (1989)models of disability.
The deaf population is a hidden population and, therefore, hard to tap into for a
representative sample. Because of this, more than one method was used to obtain a
sample. A total of 422 surveys were distributed through mailings, personal contact
with student groups, and snowball sampling (Sudman & Kalton, 1986). Of these, 101
responses were returned, for a 24% response rate.
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Findings
The ages of the 101 respondents ranged from 16 to 97 years old, with a mean age of
45. Fifty-five percent of those responding identified themselves as female, 43% as
male. Half of the respondents indicated they had an annual income below $10,000,
and 67% indicated they had completed high school or vocational school.
Fifty-five percent indicated they had been deaf or hard of hearing since birth; 86%
responded that they had been deaf or hard of hearing since at least childhood. Nearly
half (46%) of the sample listed Spoken English as their first language learned; 37%
learned American Sign Language (ASL) first, and 11% reported Signed English as
their first language. However, nearly three-fourths (74%) of the respondents reported
that they used ASL at the time of the survey; 54% used Written or Spoken English;
and 49% used Signed English.
About 82% of the respondents reported that they had a television set, 66% had cable,
and 70% had access to captioning. Respondents reported spending nearly 14 hours
per week getting news from television: 9.2 hours with captioned television, and 4.5
hours with non-captioned television. They spent 4.2 hours getting news from
newspapers each week, and 1.3 hours getting this information from magazines.
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The finding that the respondents spent considerably more time with television than
with printed media is contrary to the findings of Engstrom and Stricklin (1992), but
it is not surprising, considering the findings of Sendelbaugh (1978) and Austin and
Myers (1984), who noted high television viewing by deaf and hearing impaired
persons.
Captioning was the overwhelming favorite adaptation for accessing television news,
as 86% of the sample ranked it firsL Eight percent ranked sign interpretation first,
and five percent preferred closeup shots of news readers to allow for lipreading.
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While most of the respondents preferred captioning to gain access to television news,
fewer than half of them (48%) reported that they got enough news from present
captioning. This dissatisfaction was similar to that noted by Engstrom and Stricklin
(1992)in their survey of deaf Nebraskans.
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Responses to the questions about where they got most of their news showed local
newspapers to be the primary source for business news and a major source of local
and state news, as well as sports and entertainment news. (See Table One.) Network
television was the prime source of world and national news (followed by Cable News
Network) and a major source of state and entertainment news. Local television was
used as a major source for local, state, and sports news, and it was the primary source
for finding out about the next day's weather.
This is particularly noteworthy, as both the sports and weather segments on the area's
only captioned local newscasts were not completely captioned because of the
extemporaneous nature of their presentation (Flowers &cOogston, 1994).
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Seventy·six percent of the respondents indicated that they were registered voters, and
65% of the total sample (87% of those who were registered) reported voting in the
1992 presidential election. All respondents indicated that Network television news
was their major source of election news. (See Table One.) This is not surprising, as
general population studies have indicated that most Americans get most of their
campaign news from television (Entman, 1992).
When asked to choose the description of deafness that was closest to their own
concept, 36% chose deafness as a distinct culture, 25% chose deafness as a medical
problem, 15% identified deafness as a minority group issue, and 12% saw it as
primarily an economic problem. Five percent responded with other descriptions.
As noted earlier, slightly more than half of the respondents (52%) expressed
dissatisfaction with present captioning by responding that they did not get enough
news from present captioning. Those who were satisfied were compared with those
who were dissatisfied to find whether their media habits differed.
The gender breakdown showed 48% of females were satisfied, while 58% of the males
reported getting enough news from present captioning. 2 The average ages of the two
groups differed slightly·.satisfied individuals averaged 46, those who were not
satisfied averaged 42.

I
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Although the survey was by no means a random sample, and, therefore, the results are
not generalizable, inferential statistics, while in a strict sense, meaningless, were run
on these comparisons. None of the differences reported, however, would have been
statistically significant, had the sample been of a type generalizable to a population
of deaf and hearing impaired individuals.
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Table One
Prime Sources of Different Types of News
(Reported by percent of respondents)
LOCAL NEWS
Local Paper
Local TV
Other People

I
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STATE NEWS
29
27
5

Network TV
Local Paper
Local TV

27
25
16

NATIONAL NEWS

WORLD NEWS

Network TV
CNN
Local Paper
Local TV

40
14
6
5

Network TV
CNN
Local Paper
Local TV
Magazines
Other People

19
18
14
8
6

TOMORROW'S WEATHER

30
18
15
3
3
3

SPORTS NEWS
Local Paper
Local TV
Network TV
ESPN
Other People

Local TV
Network TV
Local Paper
Other People

46
20

8
4

BUSINESS NEWS
ENTERTAINMENT NEWS
Local Paper
Network TV
Local TV
CNN
Other People
Chicago Paper

25
15
9
8
7
6

Network TV
Local Paper
Other People
Local TV
MTV
Magazines

1992 ELECTION NEWS
Network TV
Local Paper
Local TV
CNN

36
15
10
7
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23
20
9
8
6
5
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Those who were not satisfied with present captioning spent slightly more time getting
news from all media than those who were satisfied. (See Table Two.) While none
of the differences exhibited any statistical significance (see Footnote 2), magazine use
by unsatisfied respondents was roughly twice that of those who were satisfied with
present captioning.

1

Table Two
Time Spent Getting News by Satisfaction with Captioning
Media Source

Time Spent Getting News
Satisfied
Unsatisfied

Captioned TV
Non-Captioned TV
Newspapers
Magazines

9.2 Hrs/Week
4.0 Hrs/Week
3.6 Hrs/Week
0.9 Hrs/Week

9.6 Hrs/Week
5.0 Hrs/Week
4.8 Hrs/Week
1.8 Hrs/Week

The correspondence of dissatisfaction with increased media use could be reflective of
the fact that the more people search for information, the more opportunities there are
to be frustrated when the technology of the media does not allow for easy access to
information.
Respondents who relied on local television to find out the next day's weather tended
to be less satisfied with captioning than the respondents in general. Sixty one percent
of this group was not satisfied, compared to 52% of all respondents. This is not at all
surprising ~ecause of the lack of captioning during the local television weather
segments.
Satisfaction with captioning made little difference in the way respondents
different types of news and in their descriptions of deafness.

got

I
1

!
l

Conclusions
Because of the difficulties in sampling, the findings of this survey cannot be
generalized beyond the 101 respondents who returned the survey forms. However,
the information obtained from these individuals can provide an excellent starting
point for future research in the media-use habits of deaf and hearing impaired
individuals.
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The respondents to this survey preferred television overall for news and for
information of most types. For local news, however, the local newspaper was
preferred more than any other single category. Future research could identify whether
deaf and hearing impaired people would tum more to local television for news and
information about their local area if more captioning were offered locally. The fact
that the respondents already watch about four and a half hours of uncaptioned
television each week for news indicates that, as Austin and Myers (1984) and
Sendelbaugh (1978)noted, deaf and hearing impaired individuals take pleasure from
the visual aspects of television.
Future research efforts should be made by both academic and industry researchers.
While academics have a wide gap of knowledge to fill, those in the television
industry may have a substantial market into which they can tap. A local television
station may find that investing in a quality captioning system for its local newscasts,
rather than revolving-door anchors and lurid video shots, may give them a more
competitive edge.
It is estimated that more than 20 million homes will have caption-capable television

sets by mid-1994, and that nearly all households will have one by the tum of the
century (Jessell, 1990). The law requiring all television sets with 13-inch or larger
screens sold in the U.S. after July 1, 1993, to have caption capability may already be
making an impact This growth in caption-capable sets could increase the amount of
television watched by deaf and hearing impaired viewers, which increases the need
for further research into the viewing habits of this population.
References

I
l
jI

Austin, B.A. (1980). The deaf audience for television.
30(2) 25-30.

Journal of Communication,

I

Austin, B.A. (1984). Motivations for television viewing among deaf and hearing
students. American Annals of the Deaf, 129(1), 17-22.
Austin, B.A., & Myers, J.W. (1984). Hearing-impaired
television. Journal of Communication, 34(4), 60-71.

viewers of prime-time

Blatt, J., & Sulzer, J.S. (1981). Captioned television and hearing-impaired viewers:
The report of a national survey. American Annals of the Deaf, 126(9), 10171023.
Boyd, J., &t Vader, E.A. (1972). Captioned television for the deaf. American Annals
of the Deaf, 117(5), 34-37.
Carney, E., & Verlinde, R. (1987). Caption decoders: Expanding options for hearing
impaired children and adults. American Annals of the Deaf, 132(2), 73-77.

253

Oogston, J. (1989). A theoretical framework for studying media portrayal of persons
with disabilities. Paper presented at the meeting of the Mass Communication
and Society Division of the Association for Education in Journalism and Mass
Communication, Washington, DC.
Cronin, B.J. (1980). Oosed caption TV: Today and tomorrow. American Annals of
the Deaf, 125(6), 726-728.
Engstrom, C.R., & Stricklin, M. (1992). Disabled persons and mass media usage: Deaf
Nebraskans offer their viewpoints. News Computing Journal, !(2), 65-82.
Entman, R.M. (1992). Super Tuesday and the future of local news. In P. Cook, D.
Gomery, & L. Lichty, The future of news. Baltimore, MD: Johns Hopkins
University Press.
Flowers, K., & Oo~ton, J. (1994). Captioning at Illinois Television News Operations.
Journal of Mediated Communication, .2,(2),41-50.
Jessen, H.A. (1990). Captioning capability for TV sets becomes law. Broadcasting,
119(17),44-45.
Neikirk, W. (1993, December 12). Cosed-captioned
Chicago Tribune, Sec. 5, 1-10.

TV kneads emproovmint.

The

Neubacher, J. (1989, September 17). Channel 4 captions meet needs of deaf viewers.
Detroit Free Press, Sec. L, 2.
Sendelbaugh, J.W. (1978). Television viewing habits of hearing impaired teenagers
in the Chicago Metropolitan Area. American Annals of the Deaf, 123(5), 536-

I
I
{

542.

Sherman, R:Z., & Sherman, J.D. (1989). Analysis of demand for decoders of television
captioning for deaf and hearing impaired children and adults. Washington,
DC: Pelavin Associates, Inc.
Stempel, G., III. (1991). Where people really get most of their news. Newspaper
Research Journal, 12(1), 3-9.
Sudman, S., & Kalton, G. (1986). New developments in the sampling of special
populations. American Review of Sociology, 1t 401-429.
Author Notes
John Oogston, Ph.D., Assistant Professor, Department of Journalism, Northern Illinois
University, DeKalb, IL 60115-2865.

254

l
1

Adaptive Versus Traditional Modes of Therapy
Abby Kovalsky, M.S.W.
Licensed Oinical Social Worker in Private Practice
Introduction
Holistic medicine has become very popular in Western culture. It is estimated that
forty percent of the people in the United States have used or are using holistic
methods of health care, most often without informing their traditional Western health
practitioners, to cure or alleviate physically based illnesses. It is well documented that
the mind/body connection is one entity (Moyers, 1992). It would naturally follow,
then, that we need to explore the possibility and validity of non-traditional, adaptive,
or alternative modes of psychotherapy to "cure" or alleviate emotional illness. This
paper will attempt such exploration, specifically as it relates to people with
disabilities, and it will delve into hypotheses as to why these modalities of therapy
may be unpopular with traditional psychotherapists, especially those who do not have
disabilities themselves.
The Disability Paradox
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For those who are not familiar with the term "disability paradox," briefly stated:
"Disability is a term contrived by society and is itself an oppressive social
relationship" (Finkelstein, 1980, p. 24). As such, it is a learned social role that is
stigmatizing (Ferguson, Ferguson, & Taylor, 1992). Society specifies characteristics
that are to be stigmatized, and it teaches members how to react to that stigma by
devaluing, stereotyping, and labeling (Lubkin, 1990). The degree of stigma depends
on the part of the body affected, whether the disability is physical, emotional, and/or
curable, and the extent to which it embarrasses or creates discomfort in others
(Dimond & .Jones, 1983). Often, people with disabilities have been "therapized" by
various allied health professionals who, in my experience, are most often able-bodied.
The attitude prevails that this person needs to be fixed in order to conform to ablebodied norms, the underlying message being that the person is not all right. While
modem technology has certainly enhanced the quality of life for many people, it is
important to keep in mind that, paradoxically, this may increase feelings of inferiority,
helplessness, and passivity. 'Terhaps we service disabled people as much as, if not
more than, we serve them" (Higgins, 1992). If able-bodied standards are to be used
as the basis of comparison for disability, then it is obvious that people with
disabilities will fail to achieve able-bodied skills and cannot achieve complete
equality (Finkelstein, 1980). With this in mind, we need to look at adaptive ways of
working with people with disabilities.
From an historical perspective, disability was thought by followers of faith to
originate from supernatural forces such as demons or divine punishment. It next
evolved into a belief by followers of logic in medical causes, which were modified

255

into natural causes. The most recent perspective views disability as societallyimposed barriers and grants minority status to people with disabilities, allowing them
to operate from a power base. Whether or not the disability is congenital will have
an impact on who is seen as responsible. Was it caused by a particular lifestyle?
Those belonging to the school of faith accept the disability as the will of a higher
power. Those subsaibing to the natural cause school respond to a medical or
psychosocial intervention model. Those who believe in a power based framework
advocate for social change (Hershenson, 1992).
Countertransference
Countertransference is a term used to desaibe the feelings of the therapist toward a
client:
In the comparison of feelings roused in [the therapist] with [the client's]
associations and behavior, the [therapist] possesses a most valuable means of
checking whether [the therapist] has understood or failed to understand [the
client] .... The [client] represents for the [therapist] an object of the past onto
whom past feelings and wishes are projected. (Langs, 1976, p. 280)
The client-therapist interaction may be eclipsed by each individual's focus on his/her
own perception of the other's concept of disability. Problems can arise when the
client, the therapist, and those in other relevant environments (home, work,
community), hold differing concepts of disability (Hershenson, 1992). "[Oients] may
resist change because they feel alienated from the professional, especially when there
is a distance between the professional's theoretical knowledge and the client's
experiential knowledge" (Langs, 1976, p. 285). However, agreement does not
necessarily imply a smoother working relationship. This needs to be discussed to
form a common ground. The therapist has the responsibility to explain each person's
conceptions and how the conflict or agreement may affect the therapy (Hershenson,
1992). The clinical definition (anatomical or physiological manifestation), the personal
identity (self-definition), and the social identity (defined by others based on
expectations of behavior) should be congruent (Dimond & Jones, 1983).
A sensitivity to and an understanding of disability, not only from the client's
perspective, but from the perspective of the therapist's countertransference issues, is
crucial to the therapeutic relationship. An awareness of "where the client is at" is
essential to this process. Disability touches each of us in a most vulnerable way. Can
a therapist who has never personally experienced disability be as effective as one who
has had such an experience? According to social comparison theory, people react
more favorably to those who are similar to themselves (Festinger, 1954). People with
disabilities are an oppressed minority (Finkelstein, 1980). As such, should the
therapist who works with people with disabilities be a part of that minority to ensure
a foundation of awareness and commonality? Are there able-bodied attitudes that
transcend the real needs of the person who has a disability? Whether or not to choose
a therapist who has a disability is an individual decision on the part of the person
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seeking help. The client may need to educate the therapist to expand the therapist's
understanding and knowledge base, or she/he may need to inform the therapist to get
the client's needs met. Conversely, a client with a disability may have transference
issues in worldng with a therapist who has a disability. The client may not be able
or ready to deal with diubility-related issues, and working with a therapist who has
a disability may intensify denial or aeate anxiety.
In working with people with disabilities, the clinician cannot assume that depression
is a result of non-acceptance of a disability (Lubkin, 1990). It may be due to side
effects of drugs, the disease itself, or other factors unrelated to the disability. Not
ewry penon with a disability wants or needs to discuss the disability in therapy. The
clinician's~
is helping to maximize the remaining functions rather than belaboring
the lost ones (Lubldn, 1990).
Traditional Therapy
Traditional psychotherapy generally involves a client going to the therapist's office
for a fifty minute session of verbal interaction to achieve a level of insight to alleviate
symptoms, maintain a level of functional stability, and/or promote personal pwth.
Boundaries ai:erigid with respect to time, place, and physical contact How••tr, the
Americans with Disabilities Act (ADA) states that therapists providing a public
service geared towards the general population are asked to make reasonable
accommodations,
architecturally,
environmentally,
and, most importantly,
attitudinally, in order to work with people with disabilities. This may not be possible
or desirable within the parameters of traditional psychotherapy.
Adaptive Therapy
Given the myriad issues facing many people with disabilities, adaptive ways of
working with clients in a therapeutic relationship need to be explored. Home visits
with a client who has a mobility and transportation issue or phone therapy in special
circumstances, such as with a client with environmental illness, are ways to
accommodate architectural and environmental barriers.
Are the therapeutic
boundaries transgressed if the therapist hugs a client who has no other physical
contact with people? Can the role of the therapist be to empower people with
disabilities from a sociopolitical fram~work? Should the therapist be more of an
advocate? Advocacy is defined as "action designed to help the powerless acquire and
use power to make social systems more responsive to their needs" (Lubkin, 1990). The
advocate provides information and support to help the client make the best possible
decision. Adaptive therapies may provide a sense of being more in control and of
having greater choice regarding treatment. Many traditional providers view adaptive
or alternative therapies as less valid or less acceptable (Lubkin, 1990). This author
proposes that all these modalities are possible and valid. The following cases are
examples. (The names in all these case vignettes have been changed to protect the
identity of the clients.)
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Case 1
Ms. Woods is a 40 year old female who is diagnosed as mildly mentally
retarded, secondary to Down Syndrome.
She was placed in a state
developmental center at age 6 on the advice of her pediatrician. Her parents
were in their early forties when she was born and are now deceased. There are
no siblings. Ms. Woods remained in the developmental center until age 25, at
which time many residents were moved into the community. Initially, her
parents visited. But, as time passed, the visits became less frequent, and, as her
parents became older, they stopped visiting. Ms. Woods last saw her parents
when she was 2L They signed the papers for her release from the
developmental center into a community care facility, but they did not come to
see her. Her father died the next year, and her mother died three years later.
Ms. Woods had a minimal education, but she was very aware of her parents'
absence and remembers them well. She lives in a group home with five other
people, three women and two men, ages 28 to 52.
When Ms. Woods rejoined the community, she was withdrawn and essentially
non-verbal, although she had the ability to speak. She was compliant in her
day program, a sheltered workshop. She rarely interacted with peers at home
and went to bed early each evening. Ms. Woods had the good fortune to have
a case manager who saw the potential in Ms. Woods. She assisted in getting
Ms. Woods a job in the community with the appropriate support system and
facilitated Ms. Woods' acceptance into two community college classes, in
reading and math.
As Ms. Woods was accessing the community more, the case manager sensed a
growing depression. She was losing weight and rarely smiled. She still was
not interacting socially. After a complete physical examination to rule out any
potential organic problem, Ms. Woods was referred to me for psychotherapy.
Ms. Woods was resistant to coming at first. It was difficult for her to
understand why she was seeing me. At first, I did most of the talking. There
were sessions where much time was spent in silence. I had the sense that she
enjoyed this quiet time, as she had no other opportunity to "just be" in any of
her other environments. By the second month, after seeing her once a week,
she started to talk. She spoke of her day to day activities. At the end of the
third month, she came to session and started crying. After carefully probing,
I learned that the day before was her birthday. While there was a cake and
small celebration at the group home, she was still unhappy. She was unable to
identify what the problem was.
It took many sessions for us both to learn the cause of her crying and

depression. She said that the men and women in her group home were not
allowed to touch each other. Since, unlike her housemates, she had no family
or visitors, she had no one to hug her and no one whom she could hug. It
became apparent that she was starved for physical contact and intimacy. My
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intervention at this point was to model for Ms. Woods an intimate relationship
within the context of the therapy. I used her transference of seeing me as the
nurturing mother. At the end of the session I hugged her, and she left smiling
for the first time. During the next several months we continued to hug each
other at the end of each session. Also, during this time we discussed
appropriate social skills and ways of meeting friends and potential intimates.
It was obvious to Ms. Woods that one hug per week was not sufficient to meet
her needs. She enjoyed this physical and emotional contact and was able to
generalize the content of our sessions to her life outside the therapy.
Oose to two years later, Ms. Woods was placed in a job in the community. The
new setting offered her an opportunity to meet many new people, which she
did. A relationship developed between Ms. Woods and a co-worker. After one
month of dating this person, Ms. Woods left her therapy session in such a
hurry to meet her friend that she did not hug me. This was a major step
forward for her, and when she left, I smiled.
This case illustrates an intervention not common to traditional therapy, but one that
was appropriate for this woman in her therapy. The most basic of human needs,
human physical contact, was a major obstacle this client was able to resolve.
However, I would caution a male therapist about using such a technique, given the
issue of sexual exploitation, especially in dealing with this population (people with
mental retardation).
Case 2
Mr. Vincent is a 24 year old African American male who has been diagnosed
as having alcoholism and borderline intelligence. He lives in a hotel in a
marginal area of an urban city, where his neighbors are drug addicts,
prostitutes, and homeless people. He receives public benefits due to his
alcoholism. He is well known at the local mental health clinic, which is how
I came to know Mr. Vincent. He had a reputation for being non-compliant, and
he rarely followed through with recommendations for treatment. He had been
referred to numerous Alcoholics Anonymous meetings, but he had attended
only once. He had no positive social support system. His only friends were
people with whom he shared a bottle of alcohol. He grew up in a single parent
family, the youngest of five children. His mother is an alcoholic, and two
siblings are drug addicted. The two siblin~ that are not involved in substance
abuse are uninvolved with the family.
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Mr. Vincent told me he would like to stop drinking, but he did not know how
to stop. In exploring his labeled "resistance" to help, it became apparent that
Mr. Vincent felt different than other people who had drinking problems. The
one time he attended an AA meeting caused him to feel so inadequate about
himself that he proceeded to get drunk. It appears that he had a very difficult
time understanding most of what was said during the meeting. No one seemed
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friendly toward him. I offered to make a call on his behalf, in his presence, to
the county substance abuse office. After much work on the part of many
people, a cross training was held for the substance abuse providers and
providers working with people with developmental disabilities. The hoped-for
outcome was to form an AA group for slower learners, with the intent of
integrating the group into mainstream AA meetings. This goal is still in
process.
Critics may allege that the therapist acted as an enabler, a co-dependent for this
person. This author sees the therapist as an advocate. The client was unable to make
the initial call for help due to his disability. By advocating with appropriate
community resources, this client will be receiving services that meet his special needs.
I am working with a young woman, Ms. Finley, who uses a wheelchair and is
independent in terms of meeting her basic needs, such as housekeeping, cooking, and
shopping. She has been going to the same market for several years. One day she
arrived at the market to learn that a shopping cart corral was installed to prevent
patrons from taking carts off the store premises. Unfortunately, this corral prohibited
Ms. Finley from entering the store with her wheelchair. In our first session after this
occurred, Ms. Finley expressed extreme frustration, anger, and depression. She felt,
once again, victimized After discussing her immediate feelings of rage, I attempted
to empower her by exploring how she could become proactive and channel her energy
in a way that would produce positive results to resolve the problem. Until her ability
to provide for her basic need for food was resolved, Ms. Finley was unable to focus
on any of the other issues that brought her to therapy.
The concept of home visits originated with social casework decades ago. Friendly
visitors would see clients in their homes. As agencies became more popular and the
field of social work became more professional, home visiting saw its demise. This
is not to say that home visits are not being made today under certain circumstances.
However, for the purpose of psychotherapy, home visits are not the standard. A
recent exception to this has resulted from the epidemic of HIV infection. Many
people infected with HIV are unable to leave home for a variety of reasons.
Nonetheless, only a few clinicians are committed to seeing their clients in their
homes.
But what about the client who uses a wheelchair or cannot drive, and who has no
public transportation available? Or, what happens if the therapist's office is not
architecturally or environmentally accessible? How are these clients to receive
services? Home visits are a viable, workable alternative. However, as in an office
setting, boundaries need to be established and enforced.
Telephone therapy has become a controversial mode of counseling. The therapist
cannot see the client's physical persona. However, for someone diagnosed with
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chronic fatigue syndrome, complicated by environmental illness, telephone therapy
may be the only choice. The call may not last the full fifty minutes, depending on
the client's endurance. This does not preclude valid, beneficial therapy.
Conclusion
People with disabilities have the right to access mental health services. How this
population accesses such services should be adapted to the individual needs of the
person requesting help. flexibility on the part of the therapist and the client is
essential. As therapists, we need to risk stepping out of our ''box," to become more
open, creative, and adaptable. Examples of such adaptations are home visits,
telephone therapy, advocacy, empowerment, and physical touch (such as holding
hands or hugging). Each client's needs are different, and they must be assessed
accordingly. Two people who happen to have the same disability do not necessarily
have the same needs with regard to psychotherapy. Adaptive modalities of therapy
are not necessarily meant to replace traditional forms of therapy, but rather to serve
as an adjunct or supplement.
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Section VIII
Self-determination
The previous sections focused on themes such as stigma, legislative mandates and
implementation difficulties, measurement issues, self-perceptions and social
interactions, and tensions between integration and exclusion. In this final section, we
end with papers that deal with empowerment and self-determination.
In "A Case Study of Participatory Action Research: The Personal Assistance Services
Research and Policy Agenda at the World Institute on Disability," Simi Litvak
describes the Institute's collaborative and ongoing research. Long before William
Foote Whyte (1989)wrote about Participatory Action Research, the World Institute on
Disability (WID) had involved consumers as part of the research team. As Litvak
notes, both consumers and researchers have benefited from this approach to studying
Personal Assistance Services: '1nteractions between WID staff and me enabled nonresearchers who have disabilities to gain some appreciation of the research process,
to become better consumers of research, and to explore ways in which research can
enhance their policy-change activities."
Catherine Marshall also describes participatory research in her paper, "Researcher as
Advocate: An 'Outsider' Perspective Regarding Research Involving American Indians
with Disabilities." Marshall addresses some of the philosophical, ethical, and political
issues involved in being an "outsider" researcher, particularly one who is expected to
abide by academic customs and limitations.
She asks, for example, whether
researchers can and should become advocates. She concludes with the valuable advice
"that ethical outcomes [should] be considered just as important as statistically
significant findings."
In the third paper, "Self-determination, People with Disabilities, and the Alcohol and
Drug Problems in the Disability Community," Anthony Tusler emphasizes the
importance of people with disabilities serving as their own advocates. He uses a
specific example, alcohol and drug abuse by some individuals with disabilities, to
suggest the cooperative relationship that must occur between groups to find solutions
to difficult social problems within minority communities:
''Non-disabled
professionals should use their skills to assist, not lead the endeavor. Non-disabled
allies are essential to the successful implementation of access. For accessible and
effective recovery service for People with Disabilities to occur, it will take members
of the Disability community banding together to speak out and advocate. Meaningful
change is unlikely to occur without their efforts."
Similarly, Lynn Brancato focuses on the empowering possibilities of peer support and
peer education in her paper, "When a Man is Attracted to You Because You Are an
Amputee." After describing some of these men (who are called AMTs), Brancato goes
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on to discuss the variables which seem to make a difference in reactions to them by
women who are amputees (e.g., age at onset). Brancato emphasizes knowledge and
choice in her advice to other women (both amputees and non-amputees): "A woman
can, and should, decide what is right for her and act accordingly."
The struggle for self-determination may reflect group desires as well as individual
desires. In the final paper, Alison Stratton discusses "Colonialism and Education
Policy: Context for Conflict at Gallaudet University, March 1988." With her paper,
we again address the concept of people with disabilities as "other." Yet, we are also
reminded of the role that social movements can play in challenging stigmatizing
definitions and institutions of social control. As Stratton notes: ''The Gallaudet
students' protest was a startling and defiant ay to revolutionize the methods of deaf
education, and it was a direct confrontation to colonial definitions of deaf people."
It is fitting that this book ends with a paper that includes historical perspectives on
disability, present issues, and possibilities for change.
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A Case Study of Participatory Action Research:
The Personal Assistance Services Research and Policy
Agenda at the World Institute on Disability
Simi Litvak, Ph.D.
World Institute on Disability
The World Institute on Disability (WID) is a public policy institute, founded in 1983,
and dedicated to research, education, policy analysis and development, and training
from the philosophical standpoint of the independent living movement of people
with disabilities.
Though WID staff was unaware of William Whyte (1989) and the Participatory Action
Research idea until a few years ago, in fact, it is this philosophy that has underlaid
our research efforts since WID was founded. In particular, it has driven WID's
Personal Assistance Services (PAS) research agenda, our oldest and most developed
research area.·
In Participatory Action Research, the researcher combines participant observation with
explicitly recognized action objectives and a commitment to carry out the project with
the active participation in the research process of some members of the organization
or group to be studied. Key informants may become collaborators in the research
process and even co-authors of research articles and reports. William F. Whyte (1989),
the developer of the Participatory Action Research method, remarked that "One test
of the scientific value of any set of research findings should be what can be done
with them toward solving practical problems" (p. 369).
From the very beginning, WID has been committed to people with disabilities playing
key roles in its projects. This means that people with disabilities actively participate
in overseeing the research process from inception to completion. Secondly, WID is
committed to policy research that is aimed at solving practical problems. Thirdly,
WID is committed to a cross-disability and cross-age orientation which comes from
years of working with the independent living movement.
Finally and most
importantly, WID leaders are absolutely committed to remaining in close touch with
the concerns and wishes of people who have disabilities and with their organizations
throughout the world.

Personal assistance services involve assistance from another person, under maximum
feasible and desired user control, with wks aimed at maintaining well-being, personal
appearance, comfort, safety, and interactions within the community and society as a
whole. These tasks include personal maintenance and hygiene, mobility assistance,
household maintenance, infant and child care, cognitive assistance, security-related
services, and communication services.
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Personal Assistance Services has been on the research agenda at the World Institute
on Disability since its inception in 1983. WID's founders, as a result of their own
experiences as PAS users, as relatives of people with disabilities, and as executive
staff of the fizst center for independent living in the U.S., identified PAS as a major
service need for people with significant levels of disability. They realized that policy
makers and advocates needed to know more about the existing level and types of PAS
in order to develop a blueprint for change. WID's first PAS research project was
funded in early 1984 by the Stewart Mott Foundation. I was hired in the Fall of 1984.
From the very beginning, my experiences at WID interacting with people who not
only used PAS themselves, but who also trained other people to use it, profoundly
shaped my view of PAS and the subsequent direction of the PAS research. Before I
came to WID, I was committed to perspectives similar to WID's. I was a political
activist who had worked on civil rights, as well as a rehabilitation professional and
researcher. I had heard about independent living, had embraced it, and was eager to
learn more about it. Finally, I was committed to doing research from the perspective
of people with disabilities.
However, I had almost no idea what PAS was, either on a personal level or on a
theoretical level Even though I had been an Occupational Therapist for years and
had had personal interactions on a peer level with people who obviously had to have
received high levels of PAS, I had never discussed with anyone how their daily
assistance needs were or were not being meL People do not generally discuss their
PAS needs.
Coming to WID changed all that. It was expected that I would provide informal
assistance to WID staff who requested it. That was part of the WID culture. I helped
people with such tasks as using the bathroom, eating, setting up work stations, and
putting on and taking off coats. I had to learn not to anticipate, but to wait for the
request for assistance and for instructions. This was very hard for an ex-therapist.
Early on in the process, I went to Washington for a conference with Hale Zukas, and
I, along with Joan Leon, one of WID's founders, acted as Hale's attendant. Hale
trained us using a prepared notebook of photographs of the steps in his daily routine.
Providing PAS for Hale on trips was an eye opener and a back breaker.
As I got more involved in developing the PAS research, I became aware that I did not
have the same research questions that those in the disability community had
regarding PAS. I was committed, howe ,ver, to sharing my research decisions and
progress with the WID staff, primarily because I was aware that they wanted to be
informed all along the way, and I very much wanted their feedback and expertise.
I pursued active collaboration at every stage of the research process, including
feedback and editing, from Judy Heumann and Hale Zukas, co-authors of the project.
Many of the research questions and hypotheses, and much of the research design,
including decisions on the sample configuration, questionnaire design, and
interpretation of results were discussed, refined, and often changed as a result of
interactions with the WID staff and those in the disability community at large.
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These interactions with the larger disability community took place in the form of
meetings, workshops, trainings, and symposia in which a wide variety of PAS users
participated, from people living in nursing homes to people functioning at the highest
rungs of U.S. society in many fields, as well as policy makers and advocates. We at
WID had many opportunities to present our findings, to measure the accuracy of our
interpretations of the data, to refine our understanding of the phenomena we were
observing, and continually evolve the policy agenda.
The development of the PAS research questions is just one example of the profound
way in which the interaction with the WID staff and those in the wider disability
community shaped my research. If I had developed my research questions only from
reviewing the literature, I might have emphasized care givers, safety, comparison of
institutional versus community service costs, and liability. However, from my reading
of the writings by Independent Living Center (ILC) professionals regarding PAS
management, and from my interactions with WID staff, I discovered that people with
disabilities were overwhelmingly concerned with the capacity of the service system
to enable them to lead productive, self-determined lives. This concern translated into
research questions regarding the control of the provision of the PAS services, choice
of provider types, worker wages and benefits, and restrictions on what, how much,
when, where, and by whom certain PAS services could be provided.
This independent living movement perspective was confirmed in March 1985 at the
World Rehabilitation Fund Conference, which reviewed the research of Gerben
Dejong (1984) on the Dutch approach to independent living and attendant services.
This conference discussion delineated for the first time what the characteristics of an
adequate attendant services program might be, who such a program could and should
serve, and how it should be designed. Those in attendance were a diverse group of
experts--leaders of the disability movement, researchers, government planners, and
administrators, including Adolf Ratzka, who is a leader in the European disability
movement, an attendant user, and an academic from Sweden. The results of this
conference and other interactions with European disability activists had a major
impact on WID staff's thinking regarding PAS.
The difference in emphasis--safety versus self-determination--continues today as we
move toward health care reform. It has often made dialogue with all the actors in the
long term services arena very difficult. However, there are now policy makers,
researchers, and service providers specializing in aging, developmental disability, and
psychiatric disability who are intrigued by the independent living view of PAS and
by WID's research. They have become much more interested in identifying the
obstacles to independent living embedded in the existing PAS system. In fact, we
have just received a subcontract from the National Association of State Units on
Aging to explore the differences between PAS programs that serve older and younger
people together and those that serve these populations separately. In addition, the
Retirement Research Foundation wants to fund an exploration of liability issues
regarding the use of independent providers.
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Another example of the impact which interaction with WID staff has had on the
direction my research relates to definitions. WID is committed to looking at the PAS
issue cross-disability and cross-age. However, I very quickly discovered that different
funding sources define PAS in different ways and that they develop their programs
for different populations. This has forced us to clarify our thinking regarding the
nature of PAS and its uses across disabilities and across ages. We came to the
agreement that whatever it was called, if the program provided assistance with
personal care and/or household maintenance, it was providing PAS. We had to define
PAS precisely and to make hard decisions regarding which programs to include in our
survey and which not to include. Insisting on this course, though difficult,
underscored the unity of the disability experience and influenced how WID and the
independent living movement have pursued policy debates as well.

{
The impact of my collaboration with PAS users went both ways, however.
Interactions between WID staff and me enabled non-researchers who have disabilities
to gain some appreciation of the research process, to become better consumers of
research, and to explore ways in which research can enhance their policy-change
activities. For example, WID began the PAS project by assigning an independent
living activist and PAS user on staff to call ILCs and ask them to identify PAS
programs in their area. WID assumed that the only PAS programs were the ones that
were state-run IL programs. On a theoretical and experiential level, I was a total
novice, so I began by reviewing the literature. It consisted primarily of government
publications, program brochures, state and federal legislation, and program
regulations. I found, as noted earlier, that every funding source had different
language to describe the services. As a result, I discovered that there were a variety
of sources of PAS, not just the IL state-funded programs and a handful of others.
This expanded the focus of the research arena, an adjustment which proved to be very
important to WID's further policy work because we now understood the PAS
universe.
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Initial findings of the research were presented at the July 1985 invitational conference
sponsored by the National Council on the Handicapped (NCH) (currently known as
the National Council on Disability). This laid the basis for beginning to look at
implications of research findings. The 50 invited experts on PAS developed an initial
policy and a programmatic framework for a national system of attendant services for
NCH. The symposium participants included representatives of independent living
programs in New York, the District of Columbia, Missouri, and California;
representatives of national and state organizations representing people with
disabilities of all ages (United Cerebral Palsy, Paralyzed Veterans of America, Easter
Seals, the Association of Retarded Citizens, National Council on Independent Living,
Pennsylvania Coalition of Citizens with Disabilities, the Multiple Sclerosis Society);
researchers involved in the study of attendant services and related issues; government
representatives; and consumers/advocates. The results of this conference helped WID
staff arrive at the recommendations for change which were crystallized in Attending
to America in late 1987 (Litvak, Heumann, & Zukas, 1987).
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Another conference of PAS users was equally important in the evolving research
agenda. This gathering, sponsored by the World Rehabilitation Fund, took place in
early 1987 in California, and included Adolf Ratzka, an expert on the Swedish system
of PAS, WID staff, and a large group of California independent living activists who
use PAS. The purpose of this meeting was to develop recommendations from an
independent living perspective on quality assurance for PAS delivery. The
participants' emphasis on service quality assurance centered with the individual
consumer was a major advancement in independent living thinking regarding
program design.
In addition, through phone conversations, presentations, and briefings there was
constant give and take during this period between state program administrators,
policy makers, and WID regarding the research findings and recommendations.
Questions raised by this dialogue and by the quality assurance conference led to
further research under a second grant, this one from the National Institute on
Disability and Rehabilitation Research (NIDRR) (Litvak, 1990). This research focused
not only on systems changes over time, but also on program administration concerns
such as liability, worker retention, and training. Building on the NIDRR research, we
received a contract from the Assistant Secretary for Planning and Evaluation of the
Department of Health and Human Services to analyze our data by funding source and
to conduct site visits in six states to interview consumers as well as administrators and
providers regarding the Medicaid-funded PAS program in their states (Litvak &
Kennedy, 1991).
During this period, WID's research findings were instrumental in pushing forward
the national and state policy agenda regarding PAS. Different states used the
Attending to America recommendations to make change in their state PAS policies.
The National Council on Disabiity commissioned WID to develop model PAS
legislation, a process which produced the Personal Assistance for Independent Living
Act (PAIL). WID's Research and Training Center on Public Policy in Independent
Living held a national conference of PAS users, which culminated in a PAS resolution
expanding on the recommendations in Attending to America and on the PAS
resolution passed by European Community disability activists. The PAIL and the
resolution were used as the foundation for the Consortium for Citizens with
Disabilities position paper on PAS. This, in tum, generated the talking points for
negotiations with the American Association of Retired Persons on a unified Long
Term Services (LTS) proposal, which provided the basis for a united front between
those in the
bility community and those in the aging community in the
negotiations related to President Ointon's LTS proposal.
These interactions with the disability advocacy community have raised further
research questions regarding the nature of PAS for traditionally undeserved
populations, including people with psychiatric disabilities, mental retardation, and
brain injury who need assistance with cognitive tasks and decision making; people
with sensory disabilities; and people of diverse ethnic backgrounds.
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This is one focus of the new Research and Training Center on Personal Assistance
Services at WID. The involvement of people with disabilities in this new research
effort will continue our committment to highlighting the points of view of people
with disabilities. We have carefully built into our advisory groups, focus groups,
study populations, and trainers the variation in the PAS user populations we want to
explore. We plan to develop a consumer-defined measure of PAS program
effectiveness and to conduct consumer and administrator surveys to determine the
cost-effectiveness of various PAS delivery models. We will document and publicize
best practices in PAS programs as measured by consumer-centered criteria, and we
will be exploring with the homecare agency industry how to expand consumer choice
and control within the traditional medically-oriented homecare agency model of
services. We will also do a third national PAS program survey, including for the first
time those programs serving people with mental retardation. And, with the assistance
of Robert Miller, we will use this data to look at the relative development of
institutional and home-based PAS services. All of this will be a new and very fruitful
direction for the advancement of PAS for independent living in the U.S. and for the
utilization of participatory action research.
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Researcher as Advocate: An "Outsider" Perspective
Regarding Research Involving American Indians with Disabilities
Catherine A. Marshall,. Ph.D.
American Indian Rehabilitation and Research Training Center
The primary issue to be addressed in this paper concerns the role of the "outsider" in
conducting action research or program development in communities or in
organizations. For the purposes of this paper, "outsider'' is defined as a person whose
personal characteristics do not match those of members of the community or
organization under study. Specifically, this paper will identify dilemmas related to
conducting participatory research, as well as those which may arise should the
researcher take on the role of advocate. Examples from the author's experience in
conducting research with American Indians who have disabilities will be given.
Community-based research requires the voluntary participation of persons as subjects.
In an age of self-determination within American Indian communities, "outside"
researchers may have difficulty obtaining the cooperation of individuals with whom
they have no· affiliation. This may be especially true if there exists assigned
"gatekeepers" to the community of individuals whom the researcher wants to access.
For example, in my work with American Indians who have disabilities and live on
reservations, it would simply not have been possible to conduct the research without
tribal council approval (this is, of course, not the case with research conducted with
American Indians living off-reservation). Most recently, regarding research conducted
on two reservations in the Southeast (Marshall & Cerveny, in press), I do not believe
tribal council approval would have been obtained without promise of close
involvement of the community in the rese,arch process. Thus, an important first step
in gaining access to the American Indian community, as experienced by the author,
a non-disabled, non-Indian, female, has been her commitment to the participatory
research process (see, e.g., Marshall, Johnson, Martin, Saravanabhavan, & Bradford,
1992; Marshall, Day-Davila, & Mackin, 1992).
Involving the Community in Research
According to Bruyere (1993), among the elements associated with participatory action
research (PAR) is the fact that "the research designed is a joint product of discussion
between the professional researchers and the involved practitioners and consumers"
(p. 63). Conditions which must exist include: (a) key members of the group to be
studied agree the project is important; (b) the research methods and the types of data
to be collected appear credible to the participating group members; (c) the results
must have the potential to respond to the problem addressed by the research; and (d)
groups who will be affected by the change process or involved in implementing
change must be represented in the research efforts (Bruyere, 1993).
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Certainly, PAR is not the only research strategy which emphasizes community
involvement in research. As regards qualitative research, Copeland and White (1991)
noted that
qualitative researchers emphasize involvement, mutuality, and rapport between
participants and themselves ... in the belief that they get more realistic, valid,
and important information in doing so .... Data usually consist of open-ended
remarks made in the context of interview conversations between participants
and researchers. Participants also may be asked their views on the way the
topic is being studied, and the qualitative researcher may alter her method in
response to input from participants (p. 11).

f

Further, the dynamics introduced by the participatory research process are similar to
those of standpoint theory. As described by Gatens-Robinson and Tarvydas (1992),
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standpoint theory derives from the insight central to feminist thinking that it
is not only important to include consideration of the lives and experience of
those designated as other, but to actually start one's thinking, develop one's
concepts, and formulate problems hom those marginalized points of view (p.
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27).

The commitment to participatory research, however, can require the researcher to
reject much of previous university-based instruction and sanctions, and perhaps,
ultimately, the "rewards" of academic research as well. For the university-based
researcher, participatory research highlights dilemmas related to, for example: (a) the
importance of objectivity versus subjectivity in data analysis and interpretation,
including "culturally appropriate" or "culturally sensitive" interpretations of data; (b)
ownership/authorship; (c) the publication of results (Will this information harm the
tribe? Will the majority society misinterpret these results? Will Indian people ''look
bad?"); and (d) the format of dissemination efforts (In whose language? To what
audience? To benefit whom?).
Additional questions center around the motivation of the "outside" researcher, in
terms of simply conducting the research, as well as working to facilitate change based
on research findings. Ethical issues arise at the outset, as the researcher advocates that
an "unpopular" issue be studied (e.g., the particular needs of American Indian women
with disabilities; see Marshall, 1992). Ethical issues arise throughout the process of
negotiating with community "gatekeepers" (''Do you promise to advocate for our needs
when the research is completed?'' What constitutes "advocacy?'' •• A professional
publication? A video documentary? A letter to a senator? Testimony given to the
Rehabilitation Services Administration commissioner?).
University Requirements Versus Community Needs
The American Indian Rehabilitation Research and Training Center (AIRRTC) located
at Northern Arizona University has historically involved Indian consumers (defined
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as American Indians with disabilities, their families, and practitioners) in its research,
and dissemination efforts. Specifically, American Indian consumers have
served on research project advisory committees, have been involved in the
development of survey instrumentation, and have been hired as on-site research
coordinators and interviewers. They have critiqued the results of our research in
public community forums. American Indian consumers (as the subjects of research)
also have provided written critiques of the final drafts of AIRRTC research reports;
these critiques were subsequently included as a part of the final published reports.
In addition to presenting at public forums, Indian consumers have participated in
AIRRTC dissemination efforts through co-authoring research reports, and through
joining AIRRTC faculty and staff in presenting at national professional conferences.
Indian consumers have also been presenters at AIRRTC-sponsored national
conferences.
Indian consumers have been hired by the AIRRTC to serve as
consultants on a variety of research, training, and technical assistance projects.
Indeed, over its ten year history, the AIRRTC has developed a nationwide ''hiring
pool" of Indian consumers who serve as consultants, trainers, and employees
throughout the time period of a given project.
tainin&

As stated earlier, the PAR model calls for "explicitly recognized action objectives and
a commitment to carry out the project with the active participation throughout the
ttSearch process by at least some members of the organization or group being studied.
The key informants may well become collaborators in the research process and ~
co-authors of research articles" [emphasis added] (Bruyere, 1993, p. 63). While in her
work at the AIRRTC the author has made efforts to include community members who
have made substantial contributions to the research effort in the dissemination of
research results, and, while it is acknowledged that dissemination may take many
forms other than the written word, it is generally acknowledged that for those
researchers employed by universities, published research articles are a requirement
for job security. Thus, one dilemma at times encountered by the university-based
researcher is, what if the community-based person cannot write?
This problem may be manifested if the community member does not have the skills
to put what he or she has done into a written format. The problem may also be
encountered if the person has a disability which prohibits holding a pen or using a
computer. In both cases, the problem can be solved by using alternative formats such
as a tape recorder; the researcher then need only have the tape transcribed and take
responsibility for editing the transcription.
However, the dissemination dilemma also presents itself even in the order of
authorship. Meeting individual and/or professional needs such as publication can be
seen only as self-serving by some community members; "rules" of order of authorship
may not be well understood or supported. For example, why should the "outside"
researcher be first author, even if she has "written" the article? How should the
contributions of the community-based research assistant be weighted?
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For those of us who have chosen life in academe, there are no simple solutions to our
conflicts. The traditions are very strong, and we will not be able to change the
majority of them. Words from the Tao may direct us, and may comfort us, but they
will not change the requirements of our existence. The following directive will
contribute to success for the "outside" researcher in the community, but not in the
university: 'The wise leader settles for good work and then lets others have the floor.
The leader does not take all the aedit for what happens and has no need for fame.
A moderate ego demonstrates wisdom" (Heider, 1985, p. 17). Similarly, the following
truth is good advice, but not relevant to the decision-making of those tenure
committees that count only publications on which the faculty member is sole or first
author.
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The wise leader is not collecting a string of successes. The leader is helping
others to find their own success. There is plenty to go around. Sharing success
with others is very successful. The single principle behind all aeation teaches
us that true benefit blesses everyone and diminishes no one (Heider, 1985, p.
161).

1

Responsibility to the Community
According to Gatens-Robinson and Tarvydas (1992), "'Riding off into the sunset' is
almost always a morally irresponsible act" (p. 31). Yet, university-based researchers
have, typically, been trained to simply take the data and run. As an "outsider" who
has gained access to underserved populations of people with disabilities, the search
for a moral balance between "just getting the data" and negotiating with the
community, has not always been a comfortable process. And yet, recently, at a point
when I felt most like an "outsider," an Indian woman said to me, "You are not an
intruder" (Marshall &tCerveny, in press).
There is great comfort in being an "outsider" who is not an "intruder"; yet questions
remain regarding issues of advocacy--"going native," sensitivity to another's culture,
loyalty to one's own culture, sensitivity to the dissemination needs of the community,
and "academic suicide." Regarding "academic suicide," an American Indian recently
commented that a publication in a professional journal or technical report did not
constitute meaningful forms of dissemination in his community. He requested the
dissemination of research results be made available in the form of a videotape. For
researchers whose lives are led on limited soft money, dissemination is not a matter
of "I can do everything," but a choice, '1 can do this, or I can do that." And for the
university-based researcher, tenure committees have yet to accept the production of
videos as suitable substitutes for the published research article.
Yet, as an advocate, as an ethical researcher, it becomes very difficult to walk away
from a family in need. Last summer I interviewed an Indian family regarding their
needs in caring for a family member with traumatic head injury (Marshall &tCerveny,
in press). Keep in mind that the interview occurred 16 years post-injury:
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Adult brother: (crying) This is the first time I ever talked about it. When that
happened I couldn't stand anybody. Somebody come up to him and try to get
close, I'd say, "come on, get away from him." And I guess that's still a problem
because me and him was real close (sigh) and I guess now we're not close at
all.
CM: Now you're, you're in different worlds.
Adult brother: (crying) Right. When he first got hurt, we were in school. I
would do something just to try to get kicked out of school so I could go to the
hospital and be with him (sigh). If they kicked me out I got put right back in
the same day (pause). It was just hard to take. Hard to deal with. And when
he came and got out, all I wanted was to help him, sit right by him. Then at
school, when he came back to school everybody picked at him (crying) and I
couldn't handle it. I tried to be around all the time. I didn't want people to
pick at him and I'd try to fight and stick up for him and he'd always say, "no,
no it's alright, it's alright." But it wasn't ... and now it's still the same way.
I want to protect him now but I don't know how. I don't know what to do.
This is only one small section of dialogue from 899 double-spaced pages of
transcribed infri view data reflecting the concerns of 20 American Indian families.
This small section of dialogue involves simply the life of one American Indian man.
But it also involves the life of his brother, the rest of his family, the reservation on
which he lives and the tribe's social service delivery system, the public policy of the
United States as regards access to health care and human services, and the
responsibility of the university-based researcher to act as an agent of change.
As an agent of change, one can be an advocate at the national level, at the community
level, at the family level, and at the individual level. AIRRTC researchers have seen
signs of psychological abuse, hunger, have been asked to intervene with Social
Security . . . . At times, our work, and our responsibilities seem endless. One
American Indian interviewer hired in 1990 (Marshall, Johnson, Martin,
Saravanabhavan, & Bradford, 1992), a man legally blind and working on a degree in
Human Services at the time of his employment with the AIRRTC, recently died in a
Denver hospital of physical complications due to alcoholism. The story of his son
had made the front page of the Wall Street Journal a couple of years ago-murdered
in Kansas, one in a series of unsolved and non-investigated murders of young Indian
men. After his son's death, the man dropped out of school and began drinking again.
As the "outside" researcher who had hired this man on a temporary basis, what was
my responsibility for ensuring his welfare?
1
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In this brief paper I have not fully considered the role of the "outsider'' in conducting
action research or program development in communities or in organizations. I have
not fully presented all of the ethical dilemmas one encounters as a university-based
researcher attempting to include community members in research which may affect
their lives. However, I believe the answers both to the question of role and to the
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resolution of some of the dilemmas involve ensuring that opportunities for the
participation of relevant "insiders" are indeed made available, and that ethical
outcomes be considered just as important as statistically significant findings.
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Self-determination, People with Disabilities,
and the Alcohol and Drug Problems in the Disability Community
Anthony Tusler, M.A.
Sonoma State University
They used to say we were unproductive because we were lazy and drunkards. All
lies. Now that we are respected as men, we're going to show roeryone that we
were never drunkards or la:zy. We were exploited. Paolo Freire (1970)
Introduction
People with Disabilities must have the power and means to define the problems and
solutions to the alcohol and other drug problems in their community. Over the last
ten years, the toll that alcohol and other drugs have taken on the Disability
community has been investigated by a small number of people. Beginning in 1990,
for the first ti.me, national resources and attention are being paid to the issues.
Unfortunately, a limited role has been made available for People with Disabilities to
define the problems and guide the solutions to the alcohol and other drug problems
in their community. Accessible and effective recovery service for people with
disabilities will occur if members of the community band together, speak out, and
advocate. A long term effective response is unlikely to occur without their efforts.
The need for People with Disabilities to have the preeminent voice in resolving the
alcohol and other drug problems in their community was a central principle of the
National Policy and Leadership Development Symposium held at Stanford, California,
in the Summer of 1991. The participants in the Symposium were urged in the
keynote address by Mary Helen Doherty, Director, Deputy Health Services
Administration, Health Department, County of Santa Clara, and the author to
understand, honor, and implement the concept that, "Self determination as a part of
civil rights ... moves beyond the concept of the individual being allowed to call his
or her own shots in life. For effective self-determination to occur, the family, agency,
institutional and social structures which create the context of an individual's life must
also be addressed" (Cherry, 1991, p. 9).
Guidance for resolution of alcohol and other drug problems in the Disability
community should come from the Independent Living Movement. Independent
Living Centers exist aaoss the United States and, by definition, are controlled by
People with Disabilities. They should expand their civil rights and consumer control
philosophy to include the alcohol and other drug problems of their clients. They
should also define national policy, demanding the inclusion of People with
Disabilities in decision making.
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Problem
Estimates vary greatly about the level of alcohol and other drug problems experienced
by People with Disabilities. It is an area of research that sorely needs more attention.
There has been preliminary research that begins to examine the extent of the problem.
There is a consensus that (a) the rates of alcohol and other drug use and abuse varies
among different disability groups, and (b) abuse rates are generally much higher for
People with Disabilities as a whole, than the national averages for those without
disabilities. The California Attorney General's Commission on Disability (1989)noted
that alcohol and drug abuse rates for People with Disabilities is double the nondisabled rate. Common sense dictates that substantial resources would be devoted
to alleviating the problems caused by such high usage, but a survey done in the San
Francisco Bay Area in 1988 found that many recovery facilities are neither physically
accessible nor welcoming of People with Disabilities.
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A nationwide directory by the SARDI Project (Ford &t Moore, 1992) on alcohol and
other drug treatment and recovery resources for People with Disabilities shows that
access has improved somewhat between the time of the Bay Area survey in 1988 and
the SARDI Directory in 1992. Improved access is being provided, particularly for
people with hearing limitations. The Directory found 36 programs for people with
hearing impairments, three for people with mental retardation, and three for people
with physical impairments. The Directory does not identify the criteria for the level
of access, but, clearly, fewer than fifty programs are not sufficient for providing for
the needs of the 43 million People with Disabilities in the United States identified by
the 1986 Louis Harris Poll. Not all of them experience alcohol and other drug
problems, but even conservative estimates of use and abuse indicate an inadequate
number of facilities.
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There continues to be resistance on the part of people, both with and without
disabilities, to examine the alcohol and drug problems of People with Disabilities.
This is the main reason for the lack of access to recovery services for People with
Disabilities. The problems are widespread enough that People with Disabilities are
considered "a neglected population" (Cherry, 1991, p. 26).
Self-determination
Self-determination is used in different ways in different contexts. The phrase "self·
determination" was first used in relation to nationalist movements, that is, the
struggle by colonized or indigenous people for political autonomy. The concept has
gained so much support internationally that, since World War II, it has been included
as an explicit tenet in international law. Self-determination also relates to the struggle
by individual groups within a country to gain more control over their lives. This
internal self-determination is often intertwined with national self-determination. Both
internal and national concepts grew out of the ideologies of national sovereignty,
social contract, and natural rights championed by the works of Rousseau, Locke, and
Jefferson. U.S. democratic traditions owe a substantial debt to those ideologies.
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Oppressed groups in America often reach a stage in redefining their identity in which
they link demands for self-determination with America's democratic traditions.
As an oppressed and neglected group, People with Disabilities need to gain control
of their lives and problems. According to McKnight (1977), ''There is no greater
power than to determine the questions •..• When the capacity to define the problem
becomes a professional prerogative, citizens no longer exist" (pp. 84-85).
Unfortunately for People with Disabilities wanting to exert control over the definition
and resolution to the problems of alcohol and other drugs in their community, social
service professionals usually determine not just the remedies, but also the needs.
Self-determination can also be an individual strategy that allows for choice and,
therefore, defines "identity and selfhood." Alinsky (1971) argues that ''In the end he
[the community organizer] has one conviction-a belief that if people have the power
to act, in the long run they will, most of the time, reach the right decisions" (p. 11).
Biestek (1975) noted that this was not the same as a sanction to do what one pleases.
Self-determination and freedom are a means to an end, not a goal, in and of
themselves. They make possible fulfillment, actualization, and satisfaction.
Historical Parallels
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From the Declaration of Independence through the United Nations charter, the basic
desire to control one's own life is an acknowledged political right The post World
War II period marked the rebirth and beginnings of many U.S. and international selfdetermination movements, including African Americans, women, Native Americans,
Chicanos, and homosexuals. Probably the most familiar and influential are the efforts
by African Americans to secure civil rights and economic security in the U.S. New
tactics and revised self identity played a major role in the politics of the era. Omi
and Winant (1986) defined a model that goes beyond viewing the African Americans
experience as colonized people: ''The black movement's ability to re articulate
traditional political and cultural themes and in so doing mobilize a mass base of
adherents is, we believe, a striking feature of racial politics in the postwar period" (p.
4).
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The 1960s was a time when many groups came to public prominence. Turmoil,
contentiousness, and confusion marked the struggle for a new identity by the various
groups. Unanimity was notably absent in most communities. One example was that
liberal mainstream Mexican-American organizations distanced themselves from the
Chicano Power Movement. But, opportunities for speaking out and creating political
change by all Mexican Americans were greatly enhanced by the Movement Another
was the Indian self-determination movement begun in 1944. Finally by the late 1960s,
Native Americans were able, for the first time in modern history, to gain a voice in
running Indian schools.
The late Saul Alinsky founded the Industrial Areas Foundation (IAF) in 1940 after his
successful organizing in urban slums. His philosophies encapsulate many of the
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goals and strategies for the self-determination movement. In celebration of their soth
anniversary, they published a report that explained their goals. '"The IAF goal is
empowerment-making
democracy work through a restructuring of power and
authority relationships so that the powerless can come to understand for themselves
that they not only can but should actively participate in the economic and political
structures that affect their lives" (Perry, 1990, p. 7).
People with Disabilities as a Minority Group
As early as 1948 the argument was made that People with Disabilities had
underprivileged, minority status. It took forty-two years for minority status and civil
rights protections for People with Disabilities to become national policy. The
Americans with Disabilities Act (ADA) was signed into law on July 26, 1990. It
defined People with Disabilities as a "disaete and insular minority who have been
subjected to a history of purposeful, unequal treatment and relegated to an inferior
status in our society." The ADA also accorded People with Disabilities legal
protection from discrimination similar to that enjoyed by other minority groups.
Minority status is one of many models used to evaluate the status of People with
Disabilities. Clogston (1990) reported four models in a study of popular press
portrayals of People with Disabilities: 1) In the medical model emphasis is on
physical disability as illness. The individual is portrayed as passive and dependent
on health professionals and other well-meaning people; 2) In the social pathology
model the person with disability is portrayed as a disadvantaged client who looks to
the state or to society for economic support, which is considered a gift, not a right;
3) The minority/civil rights model depicts people with disabilities as members of a
minority group with clear rights and legitimate political grievances; 4) The cultural
pluralism model shows a person with a disability as a multifaceted individual whose
disability is just one personal trait among many. No undue attention is paid to the
disability; the individual is portrayed the same as people with disabilities.
The first two models, medical and social pathology, have negative consequences for
People with Disabilities because they do not address civil rights nor do they
guarantee freedom. The fourth, cultural pluralism, assumes that an individual's rights
are being upheld, and so other non-disability issues might be incorporated into a
person's life.
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There are some differences between People with Disabilities and members of other
minority groups. The primary difference is the charitable attitude and condescension
we allow ourselves when interacting with "the Disabled."
Similarities to Other Minority Groups.
Gliedman and Roth (1980)were surprised when their study of handicapped children
for the Carnegie Foundation in the late 1970's uncovered the extent and virulence of
discrimination against People with Disabilities. "Blacks, women, gay people, and the
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elderly encounter many of the same kinds of oppression as the handicapped-prejudice, stigma, job discrimination, the moral arrogance of professionals .... But
powerfuJ metaphors of disease and health dominate our perceptions of disability, and
these metaphors obscure the full extent of society's oppression of handicapped
children and adults" (p. 301). In addition, prejudicial attitudes towards other
minority groups is highly correlated with negative attitudes about People with
Disabilities.
Dejong (1989), Hahn (1988),and Scotch (1984)have also found significant similarities
and debts to other minority groups. The growth of the Disability Rights movement
in this country did not happen in isolation. There are parallel groups of People with
Disabilities throughout the world working to gain rights in their own countries and
internationally. According to Driedger (1989) in her excellent history of the Disabled
Peoples' International, "Many disabled pebple view their rights movement as the last
in a long series of movements for rights-labor, blacks, colonized people, poor people,
women-and now people with disabilities. Indeed, it appears that disabled people are
some of the last people to be engaged in this historical sweep of the struggle for
human rights" (p. 1).

f

People with Disabilities owe a debt to other minority groups and social justice
movements. The Disability Rights Movement became active in the mid 1970s and, so,
was strongly influenced by the changes in identity and strategies of other rights
struggles, e.g., African Americans, women, and gays, which occurred in the 1960s and
early 1970s. Many People with Disabilities were active in the civil rights, anti-war,
student, and women's movements. These conflicts were influential in educating and
invigorating each other. The People with Disabilities who were active in the other
movements brought perspective and experience in social change to the Disability
Rights MovemenL
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People with Disabilities Have Been Politically Effective
Gliedman arid Roth (1980)noted that people with disabilities were as politically weak
as African Americans were before the 1950's and 1960's. Because many polling places
were inaccessible, this even extended to the right to vote. The founding of the
Independent Living Movement in the early 1970s began the political action on
Disability issues and the eventual passage of Section 504 of the 1973 Rehabilitation
Act in 1977. The act, for the first time in U.S. history, recognized civil rights for
People with Disabilities.
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The core of the independent living movement, according to Zukas (cited in Driedger,
1989) is the commitment to the belief that "those who best know the needs of disabled
people and how to meet those needs are disabled people themselves" (p. 21). Section
504 and the ADA represent substantial changes in the political status of People with
Disabilities. Additional benefits are noted by Murphy (1987): ''The most lasting
benefits of any struggle against perceived oppression are not the tangible gains but
the transformations of consciousness of the combatants" (p. 157).
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People With Disabilities Should Have Dominion Over The Alcohol
And Other Drug Problems In Their Community
The passage of the Americans with Disabilities Act offers an opportunity for
significantly increased access to recovery services for all people with disabilities. The
ADA creates opportunity for a leadership role for those who are knowledgeable and
willing. Non-disabled professionals should use their skills to assist, not lead the
endeavor. Non-disabled allies are essential to the successful implementation of
access. For accessible and effective recovery service for People with Disabilities to
occur, it will take members of the Disability community banding together to speak
out and advocate. Meaningful change is unlikely to occur without their efforts.
Attention needs to be paid to the need for People with Disabilities to direct the
achievement of their goals, from alcohol and other drug solutions to full civil rights.
The solution to the alcohol and other drug problems in the Disability community
requires seizing self-determination and civil rights.

f
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When a Man is Attracted to You Because You Are an Amputee
Lynn Brancato·

Prologue

f

At the 1991 Society for Disability Studies meeting in Oakland, my husband presented
a papa entitled ''The Female Amputee as an Object of Interest and Sexual Attraction"
(Nattress, 1993). Soon after, Barbara Waxman asked me to write on the same subject
from a woman's perspective. I accepted her invitation and, in tum, asked for
assistance from women amputees I knew aaoss the country. What follows is a
composite of our views based on a number of interviews with thirty-three women
who allowed themselves to be quizzed and queried about some very intimate details
of their lives. Once again I thank each one of them for her time, concern, and
thoughtful input.
Background
I am a woman who has experienced many things; being comatose, awakening to a

state of total paralysis, slowly regaining lost body functions, and having my left leg
amputated and my right leg braced. According to the medical profession, I should
have died or spent the rest of my life in a vegetative state, but here I am sharing my
thoughts and feelings with you. I am very much alive and thriving.
My disability occurred twenty years ago; my children had just begun elementary
school, and my then husband and I had recently separated. What started as a week's
respite in the country turned into a horrendous nine-month hospital stay, followed
by a year recuperating at my sister-in-law's home. Then, as a single parent with a
disability, I moved with my daughters to an apartment in Manhattan. That's when
the rehabilitation and relearning process really began.
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Shortly after taking up residence in Manhattan I learned about men who were
particularly drawn to me because I was now one-legged. I found that information
both unsettling and curious. My introduction to these men occurred on a school
holiday when my daughters went with me to a physical therapy session. Before the
session we ate lunch in the hospital cafeteria--a treat in itself. As we ate, my older
daughter drew my attention to a man at a nearby table who she thought was staring
at us. Before we finished he came over to our table, introduced himself, and struck
up a conversation. It all seemed very congenial. We exchanged phone numbers and
agreed to meet a few days later.
•

This study was designed, conducted, and reported with the help of my husband, Lee
Nattress, with whom I have shared a marvelous variety of experiences during the past
15 years.
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When he arrived at our apartment, he was carrying a large envelope full of printed
material which, after some pleasantries, he proceeded to share with me as he told me
about men who are attracted to female amputees. To confirm his assertions, he
showed me letters from Penthouse and other "male" magazines, and articles from
London Life (a British tabloid), and he provided names and details about men he
.knew who were similarly attracted. I was flabbergasted! To learn that my trauma,
pain, and present situation made me an object of desire was appalling. However, as
he talked I became more and more intrigued. What causes this interest? Why wasn't
I told of it by the rehabilitation professionals who were treating me? Who else knows
about this interest? Why didn't any of my female amputee acquaintances mention it?
Did they know? Should I welcome or be repelled by men exhibiting this interest?
Had I already encountered such men?

I
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Over the years I have met a number of "interested" men, formed some opinions about
them and their attraction, and discussed my thoughts with professionals in the fields
of rehabilitation and psychiatry and with a number of women who are also amputees.
Although reactions differ, it is clear that very little is known about this phenomenon.

l

The specific term applied to this interest is Amelotasis; the men are referred to as
Amelotatists. While these are the scientific terms used to describe this attraction, the
men more often refer to themselves as Hobbyists or Devotees; many of the women
refer to them as Fans. However, for the sake of both clarity and brevity, I shall refer
to the men who are attracted to female amputees as AMTs (aye-em-tees).
It is not my purpose to explain the cause of this attraction (which no one seems to

know) or to trace the developmental aspects of this behavior. Instead, believing that
everyone involved will benefit from what I have learned, my purpose is to bring this
topic more into the open by (1) describing the phenomenon, (2) sharing some of
what other women amputees and I have experienced, and (3) suggesting ways to
approach the AMT/AMPUTEE interest.
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Differing Perspectives
Few women amputees whom I have met, regardless of the reason for their
amputation(s), want to dwell on the fact that they are amputees. The absent limb(s)
is a given, a fact of life--something to recognize, adjust to, and accept as they go on
with their lives.
For many AMTs, the desire to become involved with an amputee in a social or
romantic way is, and has been, a burning issue in their lives, often since childhood.
However, the availability of female amputees is not commensurate with the demand.
To compound matters, the AMT's interest is seldom shared by the woman and at
times his intensity is such that he gives the impression of being socially inept. As
one woman observed, ''The more insecure and vulnerable he feels, the more
obnoxious he acts."
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To complicate matters further, a number of women absolutely reject any advances
made by men who seem interested in them because of their disability. Their feelings
were well stated by one rather vocal woman, a wheelchair user, who, upon learning
of this interest, exclaimed, "I wouldn't want a man who wanted me because of my
disability." This emphatic statement was countered by a woman, born without limbs,
who confided, ''Thank goodness there are men who are attracted to amputees.
Otherwise, no one would want me." It is little wonder that the AMT often surrounds
his interest with a veil of secrecy.
Therefore, the problem is double-edged. The question is not whether there are men
interested in women who are amputees, but, rather, how such men express their
interest and pursue their quest. Similarly, the issue is not whether there are women
with fewer than four limbs who are pursued by men fascinated by them, but, rather,
how these women respond to such attention.
Variables
In the process of interviewing the women for this article it became apparent that their
relationships with men varied in almost predictable ways due to a number of factors,
three of which appear to be particularly significant: Age at Onset, Obviousness of the
Disability, and Self-Esteem.
Age at onset. Women born without limbs or who became amputees at a young age
have had different life experiences than those who became amputees later in life. The
former seemed more comfortable with their bodies and self images.
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Those who became amputees during their serious dating years or early in their
marriages seemed to have the most difficulty adjusting and relating to males.
However, a number of these women were involved in lasting relationships at the time
of the interview, which reinforced the importance of time in the healing process.
Many of those who became amputees later in life expressed the feeling that the
amputation rendered them less desirable, physically and sexually. Most who were
single had male friends, but did not date. This, of course, is a generalization to which
there are notable exceptions.
Obviousness of the disability. The ability of an amputee to appear to be someone
without a disability has a definite impact on relationships with others. The relative
importance to the woman of appearing as she is--different--with a disability-is an
individual matter and critical to her concept of self. Of course, for the amputee who
is able to "pass," there is always the question of when and how to indicate her
limblessness to others.
Going a step further [no pun intended], one woman stated that she did not like to
associate with other female amputees because she felt that she lost her uniqueness in
the presence of other amputees. She thoroughly enjoys being different and receiving
special attention.
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Self-esteem. The above, quite obviously, indicate a great deal about the women's
concept of self, that is, their feelings of self-worth. Over and over again, the women
indicated that, unless or until they felt good about themselves, they were unable to
have meaningful relationships with others, particularly men. Accepting themselves,
their bodies, and their altered capacities, was crucial to their getting on with their
lives. Some were able to accomplish this shortly after their disability; for others, it
took years; a few had not achieved, and may never achieve, this acceptance.
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The Men
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That there are men attracted to women who are without one or more of their limbs
is a documented fact However, little is known about how the interest in women
amputees begins. The men with whom I have spoken tell me that the interest is often
well established before puberty and that it plays a significant role in their fantasy life
from childhood through adulthood. The professional literature seems to indicate that
while it can be controlled and directed, the interest cannot be extinguished. Further,
I understand that, while a number of males pursue the interest in a hobby-like
fashion keeping count of social and sexual encounters, an unknown number pursue
the interest vocationally by becoming professionally involved in rehabilitating
amputees.

r
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Resolution
Thus, as the men pursue their interest, it is the women who must decide how to
respond. For this reason, it is so crucial that we, the women, share what we know and
have experienced with each other in order to inform and enlighten ourselves. For
instance, I would certainly want to know if a man is married or in a committed
relationship, if he is involved with several women, known for his conquests, uses
different names, has a reputation, etc. The men freely exchange information about
the women in their lives; why don't we exchange information about the men?
I am always conflicted when I reach this point in a presentation. I am interested in
opening doors to inform-not to frighten, put down, or erect barriers. AMTs have
perfected ''lines" in order to make contact with women amputees. These lines differ
little from those used by men since arranged marriages ceased to be in vogue. My
concern is that women, with or without disabilities, fall for these lines. In our
consumer-oriented society, the best advice is still caveat emptor-let the buyer beware.

I
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The dilemma for both parties in AMT/AMPUTEE liaisons involves separating the
interest (attraction) from the relationship. Being married to your fantasy is one thing;
making a life together, building on that fantasy, is quite another matter. Thus, the
interest may be a sufficient catalyst to draw two people together, but it is not enough
to serve as the foundation for something that will stand the test of time.
The good news for a woman who is an amputee may be that there are men in this
predominantly two-handed, two-legged world who will find her attractive, exciting,
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and desirable, and that her most attractive attribute to him will not change over time.
The key, of course, is commitment, as evidenced by the behavior of each toward the
other, as well as to those outside the relationship. If an AMT has come to terms with
his interest, it is not likely to be a problem. However, if the interest has become an
obsession, there will be trouble. Certainly, women need to know that the attraction
exists and that it may be expressed in varying degrees. Likewise, AMTs need to
know that the attraction, in and of itself, is not a disease and, depending on how it
is expressed, will be accepted.
What to Tell Another Woman
I asked each of the women interviewed what they would tell another woman amputee
about AMTs. As expected, the responses varied based on individual experience. The
predominant sentiment, however, was that whatever their introduction to an AMT,
the feeling of being desired and accepted allowed for the natural evolution of
relationships. Some actual quotes:

Go for it! It's a two-way proposition. You can give a man what he has been
seeking for a long time, and because of his attention you will feel better about
yourself.
Be on your guard until you find out what a man wants from you. Not
everyone is honest, up front, and trustworthy.
Devotees need love and someone to trust as we do--all of us have our
secret desires-respect theirs as you would your own.
Hobbyists are like other men you will encounter with an added
dimension that makes you extra special in their eyes.
I do tell others that there are men attracted to amputee women out and
about and that women don't have to accept their advances if they don't
want to.

Please note that more often the question is "Should I tell?" or ''When is the right time
to tell?" rather than "what to tell" another woman who is an amputee. Those
interviewed reported that in their contacts with other women amputees they relied on
personal intuition which, most agreed, is not infallible.
While most of the women interviewed felt they should have been told about the
interest earlier, none agreed about the best time to be told. The majority felt that the
physical or occupational therapists or the nurses who worked so closely with them
during the early stages of their rehabilitation, especially those with "feelings," should
provide the information. Interestingly, no one expected physicians to know about the
interest or to assume responsibility for informing them about it.
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There is an informal service for amputees who want to meet one another as well as
AMTs, run by a woman, herself an amputee, who works very hard to bring people
together while protecting the rights of those involved. In addition, there are a
number of dating services which specialize in serving clients with all types of
disabilities. Most provide contacts, but do not saeen applicants.

1

Some Final Thoughts-Woman to Woman

{

There are men who find women who are amputees interesting, attractive, and
desirable-more interesting, attractive, and desirable than women with all four
extremities. This interest, while unusual, is not a perversion.

1

However, there are men who carry the pursuit of women amputees to extremes and
would benefit from professional help. Information about experiences with these men
should be shared woman to woman. In addition, while fantasies are an essential,
healthy part of romance and sexuality, for both males and females, dwelling in a
fantasy world is symptomatic of more serious problems.
Finally, when two individuals choose to relate to each other, regardless of their other
proclivities, and to work together on that relationship, the results will be productive,
if not reproductive.
The significant point is that AMTs seem not to have a choice about their interest in
women amputees; most do not understand why they are attracted. What AMTs do
have is a choice about how to control, direct, and deal with their interest. For the
women, choice is a different matter--they can choose whether or not to become the
objects of such attention, to insist on being respected as persons in their own right,
or to experience some combination of the two. This is not to say that a woman
amputee should categorically accept or reject any male's advances--how does she
know if he is an AMT or not, and what difference does that make? A woman can,
and should~ decide what is right for her and act accordingly. As one woman put it:
People have the right to choose anyone they want to go out with . . . . As long
as everyone knows the rules of the game and how it's played, go for it. You
have to like yourself to like someone else. You have to know what makes you
happy.
This line of thinking is continually expressed in the literature, both popular and
professional. Therefore, allow me to close with a few lines from a recent issue of
Good Housekeeping:
Ever notice that some of the most appealing women are not necessarily
great beauties? It isn't their figures or faces that attract but their positive
outlook and sense of self. They obviously feel at ease with who they are
and how they look .... Confidence comes from within, and you don't
have to change your body or your wardrobe to feel good about yourself.

I
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What you may have to change, however, is your attitude. When you
value your strengths and appreciate yourself as you are, it shows. You
radiate a glow, an energy, that others respond to . . . . And that's the
kind of beauty that lasts. ("Good Housekeeping's Beauty Place," 1992,
p. 32)

l
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The way in which a woman chooses to react to a man who finds her attractive because
of her disability or, for that matter, for any characteristic or quality, is her decision.
The insights shared by those of us who have lived "the amputee experience" should
help her make the right decision. Pretending that AMTs do not exist, or that there is
something prurient in their interest, not only denies reality but also eliminates
possibilities for romance and mutual self-fulfillment.
Epilogue

(

I am glad I experienced two-leggedness, as well as good health and vitality, the first
thirty-five years of my life. In that state I participated in sports, "ran after' ' two very
active children, and was able to do all sorts of things without extra thought, planning,
and encumbrances. I did it all! And I enjoyed what I did! I know the difference
between being two-legged and being one-legged. After the amputation of my left leg
and the paralysis of my right leg from the knee down, my pace is slower, but I get
around well. Crutches, a peg leg, as well as a cosmetically correct prosthesis, a brace,
and "sneakers" are essential aids. However, having a loving and lovable husband
with whom to share my joys and frustrations makes a big difference.
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Colonialism and Education Policy:
Context for Conflict at Gallaudet University, March 1988
Alison Stratto~ M.A. Student
Arizona State University
Colonial expansion in the latter decades of the nineteenth century established contexts
in which people of Western cultures confronted peoples markedly different from
themselves. Communications from the colonial front brought messages about
difference back to the Western seats of power. In the colonizers' view, difference was
informed by a value hierarchy, including an implicit moral hierarchy. Letters,
journals, and reports characterized the colonized peoples as childlike, uncontrollable,
and in need of the "Light" of Western civilization.
Colonizers made value judgements about colonized peoples, and formed mental
models of colonial "Others." Over time these models were imposed upon subordinate
groups at home: the colonial context of "Otherness" was extended to peoples different
than the dominant culture. Deaf people were (and are) among those subordinate
groups affected at the colonial ''home."
This paper explores colonial constructions of Other as grafted onto the deaf
population of America, and it examines education as a colonialist institution. Finally,
the Deaf President Now movement at Gallaudet University is discussed briefly as a
challenge to deeply-held colonialist beliefs.
The colonized Other took shape in colonizers' minds as a primitive, pagan, morally,
and intellectually and physically inferior (non)human. Indeed, the more the colonized
people were weakened (by force, science, or ideology), the more easily the colonizers
justified policies which enforced their beliefs about the dependence and weakness of
the coloniz~d. Similar treatment has been given to deaf people in America.
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To many hearing people, deaf people have existed only as an embodiment of an
incomprehensible physical Otherness: acultural, ahistorical, dependent. Over the
centuries, deaf people have had their bodies prodded and mutilated, and they have
had their language and culture banned or ignored. American Sign Language ("ASL")
has been maintained only through the persistence (and necessity) of those whose
lives, bodies, and education have been largely controlled by the hearing majority.
Mental models of "Deaf-as-Other" are arguably nowhere more obvious and harmful
than at the International Congress of Educators of the Deaf in Milan in 1880. By
effectively eradicating ASL for widespread use in deaf education, the delegates in
Milan reflected the hearing majority's assumption of deaf people's Otherness.
Policies reflecting linguistic and scientific findings about deafness were enacted
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through the training of medical and education professionals and through classroom
teaching. Education became the colonial institution most affecting deaf Americans.
Nineteenth-century beliefs about deaf people led to whole academic specialties
addressing Otherness. Teachers and other professionals "serving" deaf people repeat
and create models of Otherness by requiring certain qualifications for proficiency in
their fields, few of which are Deaf-centered. Measurement of hearing and intellectual
impairments, refinement of coded languages, and development of "assistive"
technology all serve to validate such models. Additionally, instruction for deaf people
in vocational education, audiology, speech, and articulation are long-standing
testimonies to the hearing community's construction of Deaf-as-Other.
Although values of individuality and possibility are infused into the Western
capitalist educational structure, the above classes institutionalize deaf people's
Otherness. At once enforcing and denying difference, the institution of education for
deaf people is confronted by a paradox. Policies that try to deny and erase deaf
people's Otherness are actually founded upon colonialist premises that serve only to
reproduce and (re)create a Deaf Other: low literacy and employment rates continue
to plague deaf people in America.
Educational policy is the premier battleground on which most issues of deaf people's
empowerment have been and continue to be fought. The deaf population is diverse
and vibrant, and it was, by no means, obliterated by previous centuries-old battles.
There will continue to be a pool of people to whom and through whom Deaf culture
and ASL may be transmitted. There has always been resistance to colonialist
perceptions and policies, but none has been so loud and so successful as the
Gallaudet student revolution.
Deaf President Now!
Historically, _ Gallaudet University (the world's only liberal arts college for deaf
students) has been presided over and run by hearing people. By 1988, however,
projects had begun in order to increase Deaf participation in the University
administration. But, despite faculty, staff, and student recommendations to the
contrary, in March 1988,the University Board of Trustees appointed a hearing woman,
Elisabeth Zinser, to the University presidency. In protest, students closed the
University, demanding 1) the appointment of a Deaf president, 2) at least 51% Deaf
membership on the Board of Trustees, 3) the resignation of the Board Chairperson,
and 4) no reprisals against the protesters.
When the Gallaudet students confronted the Board of Trustees in March 1988, they
knew that they had the power to affect policies, perceptions, and pocketbooks. Their
demands were reflective of a sophisticated comprehension of their treatment by
hearing administrators and the hearing world. Simply by the act of demanding, the
students challenged colonialist constructions of, and institutions affecting, deaf
Americans.

296

1
1

The students had overwhelming reason to protest, and the historical moment was
ideal. Inaeasing awareness of Deaf culture and language by both hearing and deaf
people alike, the presence of deaf people in the media, more sophisticated technology,
and the growing political savvy and clout of Deaf advocacy groups all provided
momentum for the week's protesL Finally, the recent national concern with so-called
"politicaJ correctness" and cultural diversity, particularly in academic arenas, helped
to catapult the students' demands into the national spotlight.

I
l

The students' identity was shrewdly managed during the week-they focused on
ability, not disability. They employed civil rights discourse while asserting their own
particular history. The consciously and effectively utilized symbolic actions were all
similar to those of classic labor and civil rights struggles. The students carried a
banner used in the civil rights movement, their protest was compared to a "Selma of
the Deaf," and they were supported by labor unions and other civil rights
organizations. Their demands focused on correcting inequality and colonialism at
their University, not on finding "cures" for their physical "condition." The public saw
a group of highly organized and able-bodied youth, as opposed to the isolated,
''handicapped" children of their colonialism-fed models.
The students at Gallaudet began to publicly (re)claim their history and culture during
the protest. They invoked the names of Thomas Gallaudet and Laurent Oerc, the first
teachers of deaf children in America, as symbols of a "Golden Age" of deaf education.
The forbidden language, ASL, not speech, was the center of communication. Bards,
theater, storytelling, and other cultural traditions, as well as political activity, marked
the week of protest. It was a public reclamation of Deaf culture, language, and
history which, until very recently, has seldom been found.
The final election of I. King Jordan and the agreement to increase the percentage of
Deaf Board members to 51% were true testaments to the negotiating skills of the
students. By carefully presenting a clear case, garnering widespread support, using
the media, and playing upon social ideals, the students created a political position
highly likely to prevail. For their part, the Board had few politically sound
alternatives, and they benefitted by acquiescing: Gallaudet drew new and better
students, attracted more and better media, and elevated status among university and
deaf populations alike.
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The students' demands and the Board's agreement to honor them changed the
University forever. Until language and educational policy for deaf persons are
drastically changed, however, academic and economic achievement levels will be low,
and the essential colonial relationships between policy-makers and deaf "Others" will
remain. Although students' demands were met, no institution, government, or
administration was forced to reexamine the subtle, underlying attitudes that formed
the context for conflict at GallaudeL
America's historical colonialist practices and policies made (and still make) it possible
for many people at home to be constructed as Other. By placing deaf people in
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opposition to the hearing world, by constructing difference instead of dialogue,
policy-makers have contributed to the legacy of colonialist policies and attitudes that
structurally plague education and language policy for deaf people.
Great challenges to colonialist educational institutions are now occurring because
many groups of so-called "Others" are taking control of school curricula and
administration. The Gallaudet students' protest was a startling and defiant cry to
revolutionize the methods of deaf education, and it was a direct confrontation to
colonial definitions of deaf people.

1
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